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Abstract 
Dementia is characterized by a decrease in cognitive functioning, usually characterized 
by a progressive decline in brain function over time.  As the condition progresses, 
individuals require more assistance from others in order to maintain their activities of 
daily, independent living and decision-making among other functions of life.  The 
responsibility of caring for the aging population usually falls on adult children, which can 
cause stress and tension within the family dynamic.  Adult siblings tend to believe that 
the responsibility of caregiving should be equally split among siblings (Amaro & Miller, 
2016); however, it is often the case that one sibling takes on the majority of the 
caregiving.  As the disease progresses, individuals with dementia have a harder time 
making decisions, requiring their adult children to make decisions for them.  Group 
decision-making can be difficult (Parsons & Cox, 1989), especially when individuals 
have differing opinions on what the best decision is, which is common in caregiving.  
The lack of research on the effects of caregiving and decision-making on the sibling 
relationship provided the rationale for the current study.  The purpose of this study was to 
explore the perceived effects of caregiving for a parent has on the caregiver’s sibling 
relationships and how decision-making in caregiving affects the sibling relationship.  A 
qualitative research design was utilized to explore if and how caregiving and the 
decision-making process impact the adult sibling relationship.  The participants in this 
study were adult children who identified themselves as primary caregivers of parents with 
dementia who each had at least one sibling who lived close enough (within one hour) to 
be able to assist with providing regular care for a parent. 
 
 vii 
Table of Contents 
List of Tables ................................................................................................................................. ix 
Chapter 1: Introduction ................................................................................................................... 1 
Statement of the Problem ............................................................................................................ 1 
Purpose of the Study ................................................................................................................... 5 
Chapter 2: Literature Review .......................................................................................................... 6 
Dementia ..................................................................................................................................... 6 
Risk and Protective Factors ........................................................................................................ 9 
Diagnosis of Dementia .............................................................................................................. 11 
Prognosis and Treatment of Dementia ...................................................................................... 12 
Effects on the Health Care System ........................................................................................... 13 
Introduction to Caregiving ........................................................................................................ 14 
Dementia and Caregiving ......................................................................................................... 17 
Effects of Caregiving ................................................................................................................ 23 
Cognitive Reserve and Dementia.............................................................................................. 27 
Grief and Loss and Dementia ................................................................................................... 28 
Family Relationships ................................................................................................................ 29 
Sibling Relationships and Caregiving ....................................................................................... 32 
Decision-Making....................................................................................................................... 38 
Need for Current Study ............................................................................................................. 42 
Chapter 3: Research Questions ..................................................................................................... 44 
Chapter 4: Method ........................................................................................................................ 45 
Overview ................................................................................................................................... 45 
Design and Design Justification................................................................................................ 45 
Data Analysis ............................................................................................................................ 47 
Participants ................................................................................................................................ 50 
Inclusion criteria. .................................................................................................................. 50 
Exclusion criteria. ................................................................................................................. 50 
Recruitment. .......................................................................................................................... 51 
Study Instruments ..................................................................................................................... 51 
Zarit Burden Interview. ......................................................................................................... 52 
Procedure .................................................................................................................................. 52 
Chapter 5: Results ......................................................................................................................... 54 
Demographic Characteristics .................................................................................................... 54 
 viii 
Emotional and Psychological Strain ......................................................................................... 56 
Perceived sibling guilt........................................................................................................... 56 
Caregiver guilt. ..................................................................................................................... 57 
Familial Rules and Values ........................................................................................................ 59 
Obligations/expectations. ...................................................................................................... 59 
Paying it back. ....................................................................................................................... 60 
Doing what is right/best for parent. ...................................................................................... 60 
Family values. ....................................................................................................................... 60 
Impact on the Sibling Relationship ........................................................................................... 61 
Negative impact on sibling relationship. .............................................................................. 61 
Positive impact on sibling relationship. ................................................................................ 63 
Tension due to lack of respect and feeling used. .................................................................. 64 
Resentment toward siblings. ................................................................................................. 65 
Interpersonal Influences ............................................................................................................ 66 
Decision-making. .................................................................................................................. 66 
Sibling communication. ........................................................................................................ 67 
Disagreements. ...................................................................................................................... 69 
Caregiving role appointed by others. .................................................................................... 70 
Personality and Life Experiences.............................................................................................. 71 
Personality characteristics for being a caregiver. ................................................................. 71 
Professional experience. ....................................................................................................... 71 
Uncertainty about the Future .................................................................................................... 72 
Future planning and uncertainty. .......................................................................................... 72 
Worrying for self and parent. ................................................................................................ 73 
Family Dynamics ...................................................................................................................... 74 
Zarit Burden Interview .............................................................................................................. 77 
Chapter 6: Discussion ................................................................................................................... 79 
Clinical Implications ................................................................................................................. 84 
Limitations ................................................................................................................................ 85 
Future Research ........................................................................................................................ 88 
References ..................................................................................................................................... 91 
Appendix A ................................................................................................................................. 103 
Appendix B ................................................................................................................................. 105 
Appendix C ................................................................................................................................. 106 
Appendix D ................................................................................................................................. 107 
 
 
 
 ix 
List of Tables 
Table 1. Summary of Participant Demographic Characteristics in Age Order…………. 54
 Chapter 1: Introduction 
Statement of the Problem 
Alzheimer’s disease and other dementias are commonly underdiagnosed and 
underreported; therefore, a large portion of Americans with Alzheimer’s disease or other 
dementias may not know they have it.  It is believed that only half of those who meet 
diagnostic criteria for Alzheimer’s disease or other dementias are diagnosed with a 
dementia-related disease by a physician.  Because of this, there is an estimated 5.4 
million Americans of all ages with Alzheimer’s disease in 2016, accounting for those 
who do and do not have formal diagnoses in their medical records (Alzheimer’s 
Association, 2016).  According to the Alzheimer’s Association (2016), every state and 
region across the country is expected to experience an increase of about 14% in the 
number of people with Alzheimer’s or other dementias due to the increase in population 
ages 65 and older between the years of 2016 and 2025.  
Although there are several types of dementia, Alzheimer’s disease (AD) and 
Vascular Dementia (VaD) are the most common forms of dementia in the elderly (Peric 
& Annaert, 2015).  Dementia can be described as a progressive neurodegenerative 
disorder resulting in brain and cognitive dysfunction, which causes significant 
impairment in social functioning (Braun et al., 2009; Peric & Annaert, 2015).  As of 
today, there is no cure for dementia; however, medications are available to slow down the 
progression of the disease. 
Dementia is associated with progressive deterioration of memory and other 
cognitive functions (Peric & Annaert, 2015).  Typically, there is a late onset (85 years old 
and older) for this disease; however, early onset of dementia, especially AD, is 
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possible.  The range of time between initiation of cognitive decline and death is variable, 
ranging from a few years to over a decade.  In the early stages of dementia, typical 
symptoms include difficulties remembering names and events coupled with depression, 
apathy, and decreased ability to focus or pay attention (Alzheimer’s Association, 2017; 
Venturini et al., 2014).  There are also some behavioral findings, including impaired 
judgment, disorientation, confusion, behavior changes, and difficulties in speaking, 
swallowing, and wandering.  Other symptoms of dementia include visual perception 
problems, difficulties in planning or problem-solving, and changes in mood and 
personality (Alzheimer’s Association, 2017).  As the disease progresses, individuals 
typically begin to need increased help with activities of daily living (M. Huang et al., 
2015; Venturini et al., 2014), usually resulting in the need of some level of caregiving. 
There are an estimated 15 million adults who are currently informal caregivers to 
older adult relatives or friends (Alzheimer’s Association, 2016).  Caregiving refers to 
attending to another individual’s needs.  These tasks typically consist of assisting with 
activities of daily living, such as eating, bathing, shopping, getting dressed, paying bills, 
and assisting with transportation.  The majority of the help given to older adults comes 
from family members and/or friends.  In 2015, caregivers provided an estimated 18.1 
billion hours of informal, unpaid assistance (Alzheimer’s Association, 2016).  Individuals 
who live in the community are more likely to rely on several unpaid caregivers when 
compared to those who are not living in the community.  
Dementia caregiving is characterized by potentially more specific problems than 
caregiving for other diseases.  Caregiving for people with dementia can be more stressful 
than caregiving for individuals with many other diseases because it is often associated 
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with a lack of free time, being isolated from others, behavioral changes, personality 
changes, and fewer positive experiences due to a lack of expressed gratitude from the 
care recipient (Elnasseh et al., 2016).  In addition, because the most common symptom in 
dementia is loss of short- and long-term memory, a care recipient with dementia 
eventually lose recollection of his or her caregiver and the rest of his or her family, 
causing more distress and burden on the family and primary caregiver.  For these reasons, 
the caregiver’s relationships with other family members and friends are often negatively 
impacted, further causing additional stress and burden. 
Research has shown that caregiving for dementia often leads to depression, 
anxiety, a strained relationship with the care recipient, feelings of burden and burnout, 
decreased social activity, and decreased productivity at work (Braun et al., 2009; 
Elnasseh et al., 2016).  Caregivers have reported higher levels of depression, anxiety, use 
of psychotropic medication, engagement in fewer protective health behaviors, and 
increased risk of medical illness (Di Mattei et al., 2008; D’Onofrio et al., 2015).  
Research has found that there are several variables that are associated with a higher risk 
of developing stress in caregivers.  These variables include the caregiver’s gender, age, 
physical and mental health status, and employment status.  Other factors include the 
nature of the relationship between caregiver and care recipient, living arrangement, 
support in the patient’s care and availability of help, severity of cognitive impairment, 
behavioral disturbances, and the patient’s functional impairment (Di Mattei et al., 2008). 
Siblings serve as companions, confidants, and role models in childhood and 
adolescence, and as sources of support throughout adulthood (Whiteman, McHale, & 
Soli, 2011).  Indeed, research has found that siblings feel obligated to support each other 
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even though the actual support given may be limited (Cicirelli, Coward, & Dwyer, 1992; 
Voorpostel, van der Lippe, & Flap, 2012).  Siblings may be more willing to support each 
other when each believes the other is entitled to their help, which tends to be dependent 
on whether one can be held accountable for the situation. 
One of the most challenging times for siblings is the experience of caring for an 
aging parent, which can cause relational strain for the caregiver.  Siblings tend to believe 
that caring for elderly parents should be a shared responsibility and many have been 
found to work together to lighten the load and ease the strain for each other (Lashewicz, 
2014).  Despite the common belief of parental care being a shared responsibility amongst 
siblings, primary caregivers often receive little or no help from their siblings (Merrill, 
1996; Willyard, Miller, Shoemaker, & Addison, 2008).  Furthermore, research found that 
caregivers who attempt to involve their siblings in the caregiving role often find that their 
siblings are unwilling to participate, which often leads to conflict among the siblings 
(Merrill, 1996; Willyard et al., 2008).  The key question for families caring for a parent 
with dementia is who among the siblings will become the primary caregiver and how the 
individual will make decisions; however, it is rarely answered through interpersonal 
dialogue (Willyard et al., 2008). 
Decision-making is an important psychological process pervading many aspects 
of life, including decision-making pertaining to family caregiving for aging parents 
(Cicirelli, 1992; Cicirelli, 2006; Horowitz, Silverstone & Reindhardt, 1991).  Parsons and 
Cox (1989) found that sources of conflict regarding elder care decision-making is 
common among family caregivers due to feelings of guilt, grief, scarce resources, limited 
experience with joint decision-making, and old conflictual family dynamics emerging 
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through the family decision-making process.  Fetherstonhaugh et al. (2017) found that 
making decisions regarding a parent’s care primarily occurred by knowing the person’s 
wishes, consulting others, and striking a balance.  Most people who take on the 
caregiving and decision-making role do so gradually over time (Fetherstonhaugh, 
McAuliffe, Bauer, & Shanley, 2017). 
Purpose of the Study 
While much of the literature on caregiving for dementia is focused on the 
relationship between caregiver and care recipient and the effects that caregiving has on 
caregivers, there is limited research on how caregiving and the decision-making process 
affect the caregiver’s sibling relationship.  The purpose of this study was to explore how 
caregiving for a parent with dementia affects the caregiver’s relationships with other 
family members, specifically with siblings.  This study helped elucidate ways the 
decision-making process in caregivers affects relationships with their siblings, both 
positively and negatively.  In addition, this study identified the different components of 
caregiving that affect the sibling relationship the most.  Specifically, eight caregivers of 
parents with dementia were interviewed to determine the impact that decision-making 
and caregiving had on their relationships with their siblings.
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Chapter 2: Literature Review 
Dementia 
In 2017, there was an estimated 5.5 million Americans of all ages who had 
Alzheimer’s disease (AD) or another form of dementia (Alzheimer’s Association, 2017).  
The aging of the “baby boomer” generation will dramatically increase the number of 
persons in the United States who have dementia, and the burden that it places on the 
economy, individuals with the disease, their caregivers, and society (Castellani, Rolston, 
& Smith, 2010; J. H. Chen, Lin, & Y. C. Chen, 2009; Hebert, Weuve, Scherr, & Evans, 
2013).  Nevertheless, it is believed that the number of individuals diagnosed with 
dementia would decrease substantially if an intervention were identified that delayed its 
onset (Hebert et al., 2013). 
Dementia is a syndrome that affects several areas of the brain and leads to a 
decrease in cognitive functioning, usually characterized by progressive deceleration of 
brain function over time (Alzheimer’s Association, 2017; Sosa-Ortiz, Acosta-Castillo, & 
Prince, 2012).  It is characterized by a progressive decline, and eventual loss, of multiple 
cognitive functions, including the ability to learn new information or to recall previously 
learned information.  Individuals with dementia also experience at least one of the 
following: aphasia (loss of word comprehension), apraxia (loss of ability to perform 
complex tasks involving muscle coordination), agnosia (loss of ability to recognize and 
use familiar objects), and loss of the ability to plan, organize, and execute normal 
activities (Castellani et al., 2010).  As such, individuals with dementia struggle to plan, 
problem-solve, and perform everyday activities, compromising their autonomy and 
capacity for independent living, and resulting in increased dependence on others 
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(Alzheimer’s Association, 2017; Elnasseh et al., 2016; Sosa-Ortiz et al., 2012).  In 
addition, changes in social or occupational functioning can be observed (Castellani et al., 
2010).  More specifically, the primary symptoms of dementia include memory loss or 
impairment that disrupts daily life; difficulties in planning or problem-solving; difficulty 
completing familiar tasks at home, at work, or at leisure; confusion with time or place; 
trouble understanding visual images and spatial relationships; difficulty communicating; 
misplacing things; loss of ability to retrace steps; decreased judgment; withdrawal from 
work or social activities; changes in mood or personality, including depression and 
apathy; and increased anxiety, agitation, and sleep disturbances (Alzheimer’s 
Association, 2016; Elnasseh et al., 2016). 
There are three stages of dementia: the early or mild stage, the middle or 
moderate stage, and the late or severe stage.  Each stage of dementia is characterized by 
different symptoms, requiring the individual to require additional help to function in their 
daily life.  Mild dementia is characterized by loss of memory and other cognitive 
functions (Sadik & Wilcock, 2003).  In this stage, a person may function independently.  
The individual may still drive, work, and be part of social activities despite feeling as 
though he or she is having memory lapses, such as forgetting familiar words or the 
location of everyday objects.  Family members may also notice difficulties their loved 
ones are experiencing (Alzheimer’s Association, 2016).  Common difficulties during this 
stage include problems coming up with the right word or name, trouble remembering 
names when introduced to new people, having greater difficulty performing tasks in 
social or work settings, forgetting material that one has just read, losing or misplacing a 
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valuable object, and increased trouble with planning or organizing (Alzheimer’s 
Association, 2016). 
Moderate dementia is characterized by a progressive decline in the ability to 
perform activities of daily living and the appearance of behavioral changes and/or 
psychiatric symptoms (Sadik & Wilcock, 2003).  This stage of dementia is typically the 
longest stage and can last for many years.  As the disease progresses, the individual with 
dementia will require greater level of care.  Family members may notice that the 
individual with dementia confuses words, gets frustrated or angry, or acts in unexpected 
ways, such as refusing to bathe (Alzheimer’s Association, 2016).  As the disease 
progresses, the symptoms become noticeable to others outside of the family.  
Characteristics of this stage include forgetfulness of events or about one’s own personal 
history, feeling moody or withdrawn, being unable to recall one’s own address or 
telephone number, confusion about where one is or what day it is, difficulty choosing 
proper clothing for the season or occasion, trouble controlling bladder and bowels, 
changes in sleep patterns (e.g., sleeping during the day and becoming restless at night), 
increased risk of wandering and becoming lost, personality changes (e.g., suspiciousness 
and delusions), or compulsive, repetitive behavior such hand-wringing or tissue 
shredding (Alzheimer’s Association, 2016). 
Severe dementia typically consists of all of the above as well as the need for full-
time assisted-living or nursing home care (Sadik & Wilcock, 2003).  During severe 
dementia, one loses the ability to respond to their environment, to carry on a 
conversation, and eventually, to control voluntary movement (Alzheimer’s Association, 
2016).  Although an individual with severe dementia may remain able to say words or 
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phrases, communicating necessities becomes difficult.  As memory and cognitive skills 
continue to decline, these individuals need extensive help with activities of daily living 
(e.g., using the bathroom, dressing, feeding, bathing, among other activities; Alzheimer’s 
Association, 2016).  At this stage, characteristics include requiring full-time, around the 
clock assistance, lost awareness of recent experiences and one’s surroundings, changes in 
physical abilities (e.g., ability to walk, stand, sit, chew, and swallow), and increased 
vulnerability to infections, especially pneumonia (Alzheimer’s Association, 2016). 
Risk and Protective Factors 
There are several risk and protective factors for developing AD.  The greatest risk 
factors for AD are age, family history of AD, and carrying the APOE- ε4 gene.  Age is 
the greatest of these three risk factors, with the majority of people with AD being aged 65 
or older (Alzheimer’s Association, 2016).  The percentage of people with AD increases 
dramatically with age, with 3% of people aged 65 to 74, 17% aged 75 to 84, and 32% 
aged 85 and older.  Although older age is a risk factor, Alzheimer’s is not a normal part 
of aging, and older age alone is not sufficient enough to cause the disease (Alzheimer’s 
Association, 2016). 
A family history of AD or dementia also increases the risk of developing the 
disease in the future; however, it is not necessary for an individual to develop the disease.  
Those who have a parent or sibling with the disease are more likely to develop the 
disease than those who do not have a first-degree relative with Alzheimer’s.  Individuals 
who have several first-degree relatives with AD are at an even higher risk for developing 
the disease later on in life (Alzheimer’s Association, 2016).  
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Another risk factor for developing Alzheimer’s is carrying the APOE ε4 gene.  
The APOE gene provides the blueprint for a protein that transports the cholesterol in the 
bloodstream.  There are three forms of the APOE gene—ε2, ε3, and ε4—and each person 
inherits one of these from each parent (Alzheimer’s Association, 2016).  The ε4 form of 
the APOE gene increases one’s risk of developing the disease compared with having the 
ε2 and ε4 forms of the gene.  Individuals who inherit one copy of the ε4 form are three 
times more likely to develop Alzheimer’s, whereas those with two copies of the ε4 form 
are eight to twelve times more likely to develop the disease.  Nevertheless, inheriting the 
ε4 form of the gene does not guarantee that an individual will develop the disease 
(Alzheimer’s Association, 2016). 
 According to the Alzheimer’s Association (2016), some researchers believe that 
there are modifiable risk factors that can reduce the risk of cognitive decline and 
dementia.  There is some evidence that suggests that regular physical exercise, 
management of cardiovascular risk factors, such as diabetes, obesity, smoking, and 
hypertension, and having more years of formal education reduce the risk of cognitive 
decline and may reduce the risk of dementia (Alzheimer’s Association, 2016; Baumgart 
et al., 2015).  With regard to education, some scientists believe that individuals who have 
more years of formal education are at a decreased risk due to the theory of “cognitive 
reserve” (Alzheimer’s Association, 2017).  These are the factors that scientists continue 
to research to determine their impact on dementia and cognitive decline. 
The incidence of AD has been found to be higher in women than men after the 
age of 85 years old; however, studies have found no sex differences in rates or risk for 
vascular dementia or other dementia subtypes (J. H. Chen et al., 2009).  In contrast, most 
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studies have found that men are commonly associated with shorter survival when 
compared to women when diagnosed with dementia (Lee & Chodosh, 2009).  
Interestingly, gender and dementia do not seem to be related in Spanish and Italian 
populations (J. H. Chen et al., 2009).  
Diagnosis of Dementia 
At this time, dementia can only be definitively diagnosed post mortem and only a 
probable clinical diagnosis of dementia is possible (Ballard et al., 2011).  At present, for a 
probable clinical diagnosis to be made, a detailed history of the type and course of 
symptoms is taken from the patient and another source (e.g., relative, caregiver) to assess 
whether there is cognitive impairment and whether social, occupational, or other 
instrumental functions are impaired (Ballard et al., 2011).  In addition, a 
neuropsychological assessment is completed to further support a probable diagnosis of 
dementia.  Moreover, evidence-based recommendations, such as a computerized 
tomography (CT) scan or a magnetic resonance imaging (MRI), should be used to detect 
whether impairment can be better explained by another underlying condition (e.g., tumor, 
subdural hematomas, or hydrocephalus; Ballard et al., 2011).  Diagnosis of dementia 
using the above assessments has been successful at differentiating those with dementia 
from those without; however, distinguishing between the different types of dementias is 
less accurate. 
There are several neurological assessments that can be used to clarify a probable 
diagnosis of dementia.  These assessments vary in the amount of time needed to 
administer, the different domains the assessment measures, and the reliability of the 
assessment.  The assessments are divided by the amount of time they take to administer, 
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varying from very brief (less than 5 minutes) to detailed (about 20 minutes).  The Mini-
Mental State Exam (MMSE) is the most commonly used assessment measure for 
dementia screening and takes between 6 and 10 minutes to administer (Tsoi, Chan, Hirai, 
Wong, & Kwok, 2015).  It measures an individual’s orientation (i.e., assesses knowledge 
of current year, month, date, day, and season), memory, language, attention, and 
visuospatial functioning.  Although the MMSE is the most commonly used and supported 
by research, the measure incurs a cost whereas others do not (Tsoi et al., 2015).  
Prognosis and Treatment of Dementia 
Research indicates that the average time from symptom onset to death is 9.3 
years, although some studies have found the average lifespan is seven years (Sadik & 
Wilcock, 2003) and some can live up to 20 years with AD (Alzheimer’s Association, 
2016).  Throughout the stages of dementia, cognitive function declines rapidly, with an 
average annual decline of 9 to 11 points on the cognitive subscale of the Alzheimer’s 
Disease Assessment Scale; however, it appears to be slowest during the mild and severe 
stages of dementia and most rapid during the moderate stage.  If left untreated, 
individuals with mild to moderate dementia exhibit severe cognitive and physical decline 
within 2 years (Sadik & Wilcock, 2003). 
Currently, there is no cure for dementia; however, there are some 
psychopharmacologic treatments available that can delay the progression of symptoms.  
Although there are medications available for many of the dementias, no pharmacologic 
therapies have been established for individuals with vascular and frontotemporal 
dementias (Schwarz, Froelich, & Burns, 2012).  Treatments can vary depending on the 
subtype of dementia in which an individual has been diagnosed.  Acetylcholinesterase 
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inhibitors, specifically donepezil, are used for all stages of AD in the United States.  
Memantine is approved to treat individuals who are in the moderate to severe stage of 
AD (Schwarz et al., 2012); however, the current gold standard treatment for individuals 
with dementia is a combination of both donezpil and memantine, or Namenda. 
 Due to the behavioral changes that many patients with dementia experience, they 
are often treated with psychopharmacology to decrease the intensity of behavioral 
problems.  Although antipsychotics are not licensed for dementia patients, they are 
commonly used in treatment (Schwarz et al., 2012).  Common antipsychotic drugs used 
in patients with dementia include risperidone, haloperidol, olanzapine, valproate, and 
quetiapine.  Additionally, antidepressants can be used to decrease agitation and 
symptoms of psychosis, including citalopram and sertraline (Schwarz et al., 2012). 
Effects on the Health Care System 
In addition to the human suffering caused by the disease, dementia creates an 
enormous strain on the health care system, families, and the federal budget (Sadik & 
Wilcock, 2003).  The 2017 estimated cost of care for individuals with dementia was $259 
billion, making dementia one of the costliest diseases to society (Alzheimer’s 
Association, 2017).  Additionally, Medicare and Medicaid insurances are expected to 
cover $175 billion, 67%, of the total health care for individuals with dementia 
(Alzheimer’s Association, 2017).  Although insurance companies will often pay portions 
of the cost, the excess cost of care falls on the individual with dementia, specifically his 
or her family.  This cost is expected to be $56 billion of total payments (Alzheimer’s 
Association, 2017).  
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Another effect on the health care system is an increase of hospitalizations an older 
adult with dementia has per year compared to an older adult without dementia.  The 
Alzheimer’s Association (2017) stated that individuals with a form of dementia have 
twice as many hospital stays per year as other older adults.  In 2012, this averaged 22.5 
inpatient days for older adults with dementia compared to 4.6 inpatient days for older 
adults without dementia within the Medicare population (Alzheimer’s Association, 
2017).  The most common reasons for inpatient hospitalizations for individuals with 
dementia include falls, syncope, gastrointestinal disease, and ischemic heart disease 
(Alzheimer’s Association, 2017). 
Introduction to Caregiving 
Caregiving refers to the activities and experiences involved in providing help and 
assistance to relatives who are unable to provide for themselves (Etters, Goodall, & 
Harrison, 2008).  The term caregiver refers to anyone who aids someone else who is, in 
some degree, incapacitated (Family Caregiver Alliance, 2001).  Although responsibilities 
are the same, there are formal and informal caregivers.  Formal caregivers are volunteers 
or paid providers who are associated with a service system (Family Caregiver Alliance, 
2001).  Informal caregivers and family caregivers are terms that are used 
interchangeably.  Informal caregivers are unpaid individuals, typically family members, 
friends, and/or neighbors, who provide care.  Informal caregivers can be primary or 
secondary caregivers, can provide care either full-time or part-time, and can live with the 
person or live separately (Family Caregiver Alliance, 2001).  Bastawrous (2013) 
reviewed 55 studies on caregiving and caregiver burden, and noted that informal 
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caregiving varies based on type of assistance provided and the extent of assistance 
provided (e.g., hours of care provided, number of times a week care is provided). 
Research suggests that caregiving is often associated with the female gender, 
revealing that females assume the role of caregiving more often than males (Kasper, 
Freedman, Spillman, & Wolff, 2015).  The gendered nature of caregiving also extends to 
the types of caregiving tasks that are assumed.  For example, male caregivers tend to be 
more regularly involved in providing instrumental supports, such as completing 
household chores and paying bills (Bastawrous, 2013).  Female caregivers are more 
likely to provide emotional support in addition to instrumental support.  Emotional 
support, which consists of listening, sharing feelings, showing warmth, and discussing 
problems, has been shown to have a greater psychological impact on caregivers than 
assisting with physical tasks.  Due to the added stress of emotional support, female 
caregivers tend to have a poorer well-being and happiness when compared to males 
(Bastawrous, 2013). 
The National Survey of Caregiving in 2011 found that there were 18 million 
caregivers actively providing care to 9 million adults (Friedman, Shih, Langa, & Hurd, 
2015).  The same survey estimated that 8.5 million out of the total 18 million caregivers 
were providing care to recipients with possible or probable dementia who did not live in 
nursing homes (Friedman et al., 2015).  Among people 70 years and older, those without 
dementia receive about 4.6 hours per week, those with mild dementia receive about 13.1 
hours of care per week, and those with severe dementia receive about 46.1 hours per 
week (Family Caregiver Alliance, 2001).  In 2009, an estimated 48% of caregivers were 
adult children caring for their aging parents or parents-in-law (Bastawrous, 2013). 
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Caregiving for an elderly individual is said to be burdensome and stressful, and 
may lead to negative health outcomes for the family members providing care (Schulz & 
Beach, 1999).  A study by Schulz and Beach (1999), which examined 392 caregivers and 
427 non-caregivers aged 66 to 96 years old and living with their spouses, found that 
caregiving is an independent risk factor for mortality.  More specifically, the researchers 
found that caregivers who experience mental or emotional strain are more likely to pass 
away than their non-caregiving peers.  Schulz and Beach found that mortality rates were 
highest among caregivers with prevalent diseases (22.5%), followed by subclinical 
diseases (11.6%), and finally, those with no diseases (5.4%).  Furthermore, among all of 
the caregiving participants, 33% with prevalent diseases died within the 4-year follow-up 
period. 
Although there is research that has found that caregiving increases caregivers’ 
risk of mortality (Schulz & Beach, 1999), other research has found that mortality rates are 
actually lower for caregivers than for their non-caregiving peers, even when experiencing 
higher levels of psychological distress (Roth, Brown, Rhodes, & Haley, 2018).  Roth, 
Brown, Rhodes, and Haley (2018) found that non-caregivers who reported higher levels 
of depression and psychological distress were associated with a more than a 20% increase 
in mortality (Roth et al., 2018).  Furthermore, this study discussed the theory of 
physiological benefits of prosocial helping behaviors, which suggests that some 
caregivers perceive caregiving as positive and rewarding and receive psychological 
benefits from caregiving (Roth et al., 2018).   
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Dementia and Caregiving 
As individuals age, they begin to experience limitations in their ability to perform 
general activities of daily living (ADLs), as well as instrumental ADLs (IADLs), such as 
paying bills and driving (Bastawrous, 2013).  Consequently, elderly people rely on 
assistance from others to help perform their everyday activities, with the majority of the 
care coming from family members.  In the United States, the unpaid care provided by 
family members results in approximately $230.1 billion, which demonstrates the 
significant role informal caregiving plays in the national health care system (Alzheimer’s 
Association, 2017). 
Research has shown that individuals with dementia receive more informal than 
formal care, which takes a toll on caregivers (Alzheimer’s Association, 2017).  One study 
of community-residing AD care recipients found that, on average, each care recipient 
receives $23,436 worth of informal care from family and friends, in contrast to only 
$8,064 of professional home care services per year (Family Caregiver Alliance, 2001).  
Additionally, informal caregivers are estimated to each lose an average of $25,494 in 
Social Security benefits, $67,202 in pension benefits, and $566,433 in wage wealth over 
a lifetime.  Long-distance caregivers also spend an average of $392 per month on travel 
and out-of-pocket expenses as part of their caregiving duties (Family Caregiver Alliance, 
2001).  Informal caregiving has an estimated economic value of $257 billion and exceeds 
the costs associated with home health care ($32 billion) and nursing home care ($92 
billion) combined.  Despite the economic value of informal caregiving, it attributes to 
$11 to $29 billion annually in lost productivity to businesses in the United States (Family 
Caregiver Alliance, 2001). 
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Nearly half of caregivers provide fewer than 8 hours of care per week, whereas 
nearly one in five provide more than 40 hours of care per week.  The amount of time 
spent caring increases as cognitive impairment worsens (Family Caregiver Alliance, 
2001).  Caregiving can last from less than a year to more than 40 years.  Informal 
caregiving is often described as a burdensome role, creating consequences characteristic 
of chronic stress.  It is often clear that the responsibilities and activities that accompany 
providing help to a family member with a disability lead to an increase in the overall 
level of stress. 
The Alzheimer’s Association (2017) listed several reasons why family members 
and friends decide to become informal caregivers to their loved ones.  The most common 
reason is the desire to keep a family member and/or friend at home.  The second reason is 
how close in proximity the friends and/or family members live to the individual with 
dementia.  The final most common reason is the caregiver’s perceived obligation as a 
spouse, partner, family member, and/or friend to the older adult (Alzheimer’s 
Association, 2016). 
The progressive course of dementia from mild forgetfulness to severe loss of 
cognitive function is rarely found in other diseases, further demonstrating the importance 
of discussing caregiving for this particular degenerative disorder (Braun et al., 2009).  
The demands in dementia caregiving are vastly different from in diseases without 
significant cognitive impairment.  Furthermore, caring for a relative with dementia 
cannot be easily compared with caring for individuals with other chronic disorders 
(Braun et al., 2009).  Thus, caring for an elderly relative with dementia is said to be more 
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challenging emotionally and physically compared to caring for an elderly relative without 
dementia. 
Ory, Hoffman, Yee, Tennstedt, and Schulz (1999) found that caregivers of 
individuals with dementia spent significantly more hours per week caregiving for their 
relatives compared to non-dementia caregivers, with 16.1% of dementia caregivers 
performing constant care as opposed to 10.9% of non-dementia caregivers.  Additionally, 
Ory et al. found that dementia caregivers were required to assist with significantly more 
ADLs (e.g., getting out of bed/chair, getting dressed, getting to and from the bathroom, 
bathing/showering, continence, feeding, giving medication) and IADLs (e.g., managing 
finances, grocery shopping, housework, preparing meals, transportation, 
arranging/supervising outside services) when compared to non-dementia caregivers.  
Dementia caregivers are often forced to take time off, leave early, or go into work 
late, switch from full-time employment to part-time or quit their job entirely, or enter 
retirement early more often compared to non-dementia caregivers (Ory, Hoffman, Yee, 
Tennstedt, & Schulz, 1999).  Additionally, dementia caregivers are often forced to turn 
down promotions or seek less demanding employment in order to maintain adequate care 
of their relatives with dementia.  Ory et al. (1999) also found that dementia caregivers 
give up vacations, hobbies, or enjoyed activities, spend less time with other family 
members, and experience more family conflict when compared to non-dementia 
caregivers.  Furthermore, this study found that non-dementia caregivers receive about 
16% more assistance from their other family members than dementia caregivers receive 
(Ory et al, 1999). 
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There are three personal strengths or personality characteristics that are thought to 
help caregivers adjust to the stress and frustration associated with caregiving (Elnasseh et 
al., 2016).  The first personal strength is resilience, which is characterized by effective 
coping and adaptation in the face of loss, hardship, or adversity (Elnasseh et al., 2016).  
In regard to dementia, it is believed to be a protective factor for caregiver stress and is 
related to lower levels of depression and better emotional and physical health.  Caregivers 
who have a higher sense of perceived control and view hardships as opportunities to 
improve skills and knowledge often show higher levels of resilience.  Similarly, strong 
family support increases a caregiver’s resilience and can lead a caregiver to experience 
gains in caregiving (Elnasseh, et al., 2016). 
The second personal strength associated with increased adaptability is optimism.  
Caregivers who demonstrate optimism have positive outlooks on the hardships with 
which they are faced and often expect positive outcomes.  Individuals who are optimistic 
are found to have a more positive affect, better mental health, and decreased stress 
(Elnasseh et al., 2016).  Caregivers who are optimistic are more likely to view their 
coping strategies as being effective and engage in their coping strategies on a regular 
basis.  
Finally, a sense of coherence includes a set of positive coping strategies, which 
enable caregivers to use the resources available to them efficiently.  It is divided into 
three factors: comprehensibility (the feeling that the world makes sense), manageability  
(the feeling that resources are available for meeting internal and external demands), and 
meaningfulness (the feeling that the internal and external demands deserve engagement; 
Elnasseh et al., 2016).  Caregivers who have a high sense of coherence have been found 
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to experience less caregiver burden, decreased symptoms of depression and anxiety, and 
less stress and frustration.  
As previously stated, caring for a person diagnosed with dementia often requires 
many hours and, as the disease progresses, the individual begins to need additional 
assistance from his or her caregiver.  Caregiving for dementia can be broken down into 
several approaches: social, psychological, functional, behavioral, medical, and cognitive 
(Taft, Fazio, Seman, & Stansell, 1997).  Social approaches include providing the relative 
with dementia with empathetic caring and supportive touch, providing activities, and 
relating.  Caregivers often have to pay attention, be nice, calm, patient, and reassuring, 
especially when those to whom they are providing care are experiencing periods of 
confusion and anxiety (Taft et al., 1997).  As the disease progresses, individuals with 
dementia tend to have difficulty planning and initiating their own activities and, because 
of this, it is important for caregivers to help engage dementia relatives in activities they 
enjoy to help them maintain their self-identities.  Lastly, caregivers often have to spend 
time engaging relatives in conversation, activities around the house, and building a sense 
of family around them (Taft et al., 1997). 
Psychological approaches of caregiving include being responsive to the relative 
with dementia, offering choices, and reframing.  Being responsive means to identify and 
recognize behavioral, verbal, or affective cues and to be cognizant of what the relative is 
doing.  Being responsive includes recognizing cues to physical and emotional needs, as 
individuals with dementia have difficulty expressing their needs to others (Taft et al., 
1997).  Another important aspect of the psychological approach is for the caregiver to 
understand and interpret the care recipient’s cues and be able to provide for his or her 
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needs.  Providing the dementia relative with choices throughout the day is important to 
reduce the amount of aggression and anger that may come from forcing him or her into 
completing activities (Taft et al., 1997).   
There are numerous approaches to caring.  Functional approaches to caring 
include assisting with ADLs and IADLs, and providing cues, supervision, and rest 
periods for the relative with dementia (Taft et al., 1997).  Individuals with dementia will 
frequently need help keeping up with their personal hygiene, dressing themselves, using 
the bathroom, cooking, and eating.  As the disease progresses, individuals with dementia 
tend to lose their ability to hold silverware, control their bladders, and eventually lose 
their ability to walk.  In addition to functional approaches to caring, behavioral 
approaches to caring include diversion, going along, time away, delaying, confrontation, 
and using fibs (Taft et al., 1997).  Modifying environmental stimuli, providing safety 
modification, limiting access, providing personal identification, and using signs are 
aspects of environmental approaches to caring (Taft et al., 1997).  Medical approaches to 
caring include administering prescribed medications, scheduling and attending medical 
appointments, and monitoring a relative’s health (Taft et al., 1997).  These tasks are 
essential, because as the disease progresses, individuals with dementia tend to forget 
whether they took their medications, are unable to schedule or attend doctor 
appointments without being accompanied, and often have difficulty monitoring their own 
health.  Finally, cognitive approaches to caring include helping the relative to remember 
and reorienting the relative with dementia (Taft et al., 1997).  
Studies have found that dementia-caregiving daughters experience greater 
relational loss and depressive symptoms than those who are caring for other frail elders 
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(Adams, McClendon, & Smyth, 2008; Etters et al., 2008).  Some cultures place additional 
expectations and norms to which women are expected to conform.  For example, in some 
Latino cultures, women are expected to be less assertive and more submissive, which 
limits their vocalizations of complaints and concerns (Bastawrous, 2013).  Since females 
are culturally and socially predisposed to take on the caregiving role and perform a 
greater variety of tasks, they are more vulnerable to role overload and overload-related 
burden. 
Research suggests that men seem to adjust better than women to the caregiving 
role (Braun et al., 2009; Etters et al., 2008; Roche, MacCann, & Croot, 2016).  Male 
caregivers of dementia relatives show significantly lower levels of stress, depression, 
anxiety, feelings of caregiver burden, anger-hostility, and somatic symptoms, as well as 
higher levels of social and physical functioning, mental health, and sense of coherence 
when compared to female caregivers (Braun et al., 2009; Etters et al., 2008; Roche et al., 
2016).  Male caregivers tend to show lower levels of stress due to the type of caregiving 
support they provide.  As previously stated, women tend to engage in emotional and 
instrumental support, whereas men tend to engage in primarily instrumental support.  
Emotional support has been demonstrated to have greater psychological impact on 
caregivers than assisting with the instrumental tasks, often causing women caregivers to 
experience more symptoms of burden and stress (Bastawrous, 2013). 
Effects of Caregiving 
Caring for a relative with dementia often can have a significant impact on the 
caregiver.  Although much of the research on caregiving focuses on the strains of 
caregiving, there are several gains associated with caregiving, which can serve as buffers 
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against the strains of the task.  Nevertheless, family members caring for relatives with 
dementia at home have often described their experiences as stressful and frustrating 
(Etters et al., 2008). Exercise is another buffer that protects against the negative effects 
associated with caregiving. Caregivers report significantly more stress, depression, 
anxiety, and negative health symptoms, and have lower self-efficacy, social support, and 
perceived greater barriers than non-caregivers (Marquez, Bustamante, Kozey-Keadle, 
Kraemer, & Carrion, 2012; Schulz & Beach, 1999). 
Caregivers are often responsible for providing physical and emotional support to 
elderly relatives, which often limits their ability to engage in social activities and 
decreases their well-being (Bastawrous, 2013).  Because of the time and energy that is 
required during caregiving, caregivers often neglect their own physical and mental health. 
For instance, Marquez et al. (2012) found that caregivers preferred to exercise in 10-
minute increments due to the demands of being a caregiver.  On average, caregivers have 
8 minutes of moderate intensity activity compared to same-age non-caregivers who have 
an average of 11 minutes.  Moreover, the caregiver’s 8 minutes of exercise tends to be 
related to activities involved in caregiving (Fredman, Bertrand, Martire, Hochberg, & 
Harris, 2006).  Additionally, caregivers reported greater exercise barriers, such as having 
no one to care for their demented relatives while they exercised (Marquez et al., 2012).  
Caregiving can be highly stressful and challenging, particularly when caring for 
an individual with chronic and degenerative illnesses (Harmell, Chattillion, Roepke, & 
Mausbach, 2011).  Informal dementia caregivers experience higher rates of mental health 
and physical health problems when compared to peers who are not caregivers (Adams et 
al., 2008).  Informal caregivers of dementia are at an increased risk for depression, 
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indicating a reduced quality of care for their elder relatives because of their own health 
(Adams et al., 2008; Marquez et al., 2012).  
Caregiver burden (CB) has been described as encompassing the physical, 
psychological, emotional, social, and financial stresses that individuals experience due to 
providing care; however, it can be focused on some or all of these facets (Bastawrous, 
2013).  It is derived from the caregiver’s perceptions of activities and stressors and is 
influenced by many psychosocial factors, such as kinship, social environment, and 
culture.  It is often associated with earlier nursing home placements (Etters et al., 2008).  
Caregivers experiencing CB often report more family dysfunction and decreased social 
support.  Adult children caregivers are more likely to initiate early nursing home 
placements than spousal caregivers (Etters et al., 2008). 
Several characteristics, such as closer relationships between caregiver and care 
recipient, the caregiver’s coping strategies, and the caregiver’s culture, are said to 
influence CB.  There are several common types of coping strategies that caregivers tend 
to use: problem-solving or emotion-focused coping strategies, and active coping or 
avoidant coping strategies.  Problem-solving strategies are efforts to do something active 
to alleviate stressful circumstances, whereas emotion-focused strategies are efforts to 
regulate the emotional consequences of stressful events (Di Mattei et al., 2008).  Active 
coping strategies refer to the effort an individual engages in to change the nature of the 
stressor or how he or she thinks about it, whereas avoidant coping strategies lead a person 
into negative activities or mental states that keep him or her from directly addressing 
stressful events (Di Mattei et al., 2008).  Other factors that increase CB include a 
caregiver’s employment status, living arrangements, support in the relative’s care and 
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availability of help, severity of cognitive impairment, severity of behavioral disturbances, 
and the relative’s functional impairment (Di Mattei et al., 2008). 
When CB is considered within the context of Pearlin’s stress process model, it 
suggests that primary stressors, secondary stressors, and mediators interact in a way that 
affects an individual’s well-being outcomes.  When applied to caregiving, it suggests that 
CB takes the form of a primary stressor, which is affected by the caregiver’s background 
and the caregiving context (Bastawrous, 2013).  CB, as a primary stressor, interacts with 
secondary stressors, which consist of role strains and intrapsychic factors (i.e., self-
esteem, mastery), which influences outcomes such as depression and anxiety.  These 
primary and secondary stressors are mediated by coping strategies and social resources 
(Bastawrous, 2013).  In this model, the primary stressors are more quantifiable, whereas 
the secondary stressors are more subjective and vary depending on the stage of the 
disease. 
Bacon et al. (2016) discussed several models, such as the caregiver stress process 
model and the healthy caregiver hypothesis, and how they can help to explain both a 
caregiver’s positive and negative experiences.  The caregiver stress process model 
suggests that a caregiver’s socioeconomic characteristics, caregiving context and 
experience, and personal and social resources join to form a process that influences the 
caregiver’s physical and mental health (Bacon et al., 2016).  The healthy caregiver 
hypothesis aims to explain why some caregivers have better health outcomes than others.  
This model states that healthier, more active older adults become caregivers as opposed 
to less healthy and active older adults.  Additionally, this model suggests that caregivers 
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may experience improved physical and health outcomes due to maintaining fitness to 
help their relatives with dementia (Bacon et al., 2016). 
Despite the abundant research on the negative impact caregiving has on the 
caregiver, there is also literature supporting that caregivers sometimes perceive the 
caregiving experience as positive (Roth et al., 2018).  Studies have identified self-
satisfaction, mastery, and improved relationship with care recipient as positive 
consequences of caregiving (Noonan, Tennstedt, & Rebelsky, 1996).  Positive caregiving 
experiences are often correlated with the concept of “caregiver meaning,” which includes 
reducing expectations, making positive comparisons, and searching for a “larger sense” 
of the situation.  Noonan et al. (1996) found that a caregiver described a more positive 
experience caregiving when he or she viewed the experience as being his or her 
responsibility, repaying the elder for his or her previous kindness, being part of a family, 
and that he or she is doing “what needs to be done.”  Caregivers who view their 
experience as positive continue to feel stress; however, the effects of the stress do not 
seem to impact their physical and mental health as much as caregivers who view their 
experiences in less positive ways. 
Cognitive Reserve and Dementia 
Although the majority of dementia patients exhibit similar behavioral and 
personality changes, caregivers tend to have differing views on their experiences with 
their care recipients.  One way to explain this difference is due to cognitive reserve.  The 
concept of cognitive reserve has been proposed to account for the disjunction between the 
degree of brain damage or pathology and its clinical manifestations (Stern, 2009).  This 
concept assumes that individual differences in cognitive processes accounts for why 
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some people cope better than others with brain damage.  Reserve is classified into brain 
reserve and cognitive reserve.  Brain reserve refers to brain volume, head circumference, 
neuronal count, and dendritic branching, whereas cognitive reserve refers to the brain 
attempting to cope with brain damage by using preexisting cognitive processes or by 
enlisting compensatory strategies (Stern, 2009).  For example, although two patients may 
have the same amount of brain reserve capacity, the patient with more cognitive reserve 
may tolerate a larger lesion than the other patient before clinical impairment is apparent 
(Stern, 2009).  
As previously stated, some researchers believe that one modifiable protective 
factor for dementia is the number of years in formal education due to cognitive reserve 
(Alzheimer’s Association, 2017).  Brain and cognitive reserve relate to dementia, as they 
help to explain why some individuals with the dementia have more severe behavioral and 
personality changes when compared to others with the same subtype of dementia, further 
explaining why caregivers perceive their experiences in differing ways.  Individuals with 
more cognitive reserve may exhibit less intense behavioral and personality changes or 
may exhibit these intense changes for a shorter period of time than compared to 
individuals with less cognitive reserve. 
Grief and Loss and Dementia 
Grief and loss is a common theme for informal caregivers throughout their 
caregiving experiences.  Caregivers experience loss, which results from the changes in 
their relatives with progressive dementia.  Caregivers’ grief can change due to what stage 
of dementia their relatives are in.  Ambiguous loss describes the experience of the 
caregiver when the person with dementia is physically present but dramatically changed 
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cognitively and behaviorally (Adams et al., 2008).  Anticipatory grief is described as 
looking ahead to the death of the family member with dementia.  
Relational deprivation acknowledges that the relationship between care provider 
and care recipient changes, and that the family member of someone with progressive 
dementia may suffer from the loss of reciprocity of the relationship (Adams et al., 2008).  
The caregiver’s level of relational deprivation corresponds to the patient’s level of 
cognitive impairment.  Adams and Sanders (2004) found that distress over changes in 
these relationships were common.  Once the disease progresses to the moderate stage, 
caregivers often report that they feel they have lost the affection and care that was 
previously available from their care recipients.  Additionally, it was found that in the 
early stage of dementia, caregivers’ loss was centered on the loss of someone to share 
with and confide in (Adams, 2006; Adams & Sanders, 2004). 
Family Relationships 
Family dynamics is an especially important connection with the mental health of 
dementia caregivers (Sutter et al., 2014).  When family caregivers are well supported by 
other family members and their communities, it can offset the difficulties they experience 
with caregiving and lead to higher quality of care.  Lower quality of care, along with 
financial difficulties and significant physical and psychosocial costs, are often a result of 
caregivers not being supported by others (Bastawrous, 2013; Peisah, Brodaty, & Quadrio, 
2006).  Social integration, such as family and friend networks providing assistance and 
support, is associated with better caregiver mental and physical health and lower 
mortality.  Receiving physical, emotional, and informational support from family and 
friends is suggested to protect caregivers from the pathogenic effects of stress and 
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burden, whereas negative interactions compromise an individual’s health and well-being 
(Peisah et al., 2006; Rodakowski, Skidmore, Rogers, Schulz, 2012).  Rodakowski et al. 
(2012) found that higher levels of social integration and received social support were 
associated with lower burden in caregivers of aging adults; however, social networks that 
were demanding or negative adversely impacted health outcomes.  
Close family relationships are linked with less CB and depression, and family 
conflict is linked to increased caregiver depression and anger.  Although a close 
relationship between care recipient and caregiver is a protective factor for the care 
recipient, it is unclear whether it is a risk or protective factor for the caregiver (Fauth et 
al., 2012).  Negative emotional interactions directed toward the dementia caregiver by 
other family members are associated with increased symptoms of depression, and a poor 
relationship between care recipient and caregiver is associated with increased symptoms 
of anxiety (Elnasseh et al., 2016; Sutter et al., 2014).  Family communication, 
adaptability/flexibility, and marital cohesion are all connected to the emotional 
functioning of caregivers.  
Although having friends’ support lowers the risk of CB and symptoms of 
depression and anxiety, family support adds two times more resilience to caregivers than 
from friends, which further demonstrates the importance of family cohesion (Sutter et al., 
2014).  Nevertheless, family cohesion and functioning are more than just the presence or 
absence of social, physical, and mental support; it also includes the family’s ability to 
problem-solve, the degree of intimacy and emotional connectedness, and the distinction 
of roles and functions for each member of the family (Heru & Ryan, 2006).   
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Researchers found that 40% of 100 adult child caregivers were experiencing 
conflict with another family member, most often a sibling, due to not providing sufficient 
help or support to the primary caregiver (Peisah et al., 2006).  Other sources of conflict 
between caregivers and family members include differences around issues of impairment, 
disagreements over the amount and quality of attention given to the patient by other 
family members, and the process of nursing home placements (Peisah et al., 2006).  
Family conflict has been found to occur in all subtypes of dementia and is most prevalent 
in the mild to moderate stage, as the patient with dementia is the most active and 
experiencing the most behavioral and personality changes (Peisah et al., 2006). 
Much of the research to date on caregiving focuses on the relationship between 
the care recipient and the caregiver, who is often the spouse of the recipient.  Spousal 
caregivers often report lower well-being, decline in happiness, feeling a shift in the 
equality of the relationship, deterioration of the relationship, and decreased sexual 
activity. Conversely, spousal caregivers also report feeling closer to their partners than 
prior to the onset of the illness and viewed caring for their spouses as self-fulfilling and 
affirming (Braun et al., 2009).  
Majerovitz (1995) found that spouses who reported having close relationships 
with the patient prior to the illness reported experiencing less distress related to 
caregiving than those who reported distant relationships.  Additionally, spouses who felt 
a greater sense of loss after the onset of the disease reported higher levels of burden and 
symptoms of depression (Majerovitz, 1995).  Spousal caregivers tend to have low 
adaptability, which is described as the ability of a marital or family system to change its 
power structure, role relationships, and relationship rules in response to situational and 
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developmental needs.  Couples who are high in adaptability are more able to change their 
behaviors or routines in response to new situations.  Couples low in adaptability have 
difficulty changing their behaviors or roles in the relationship to problem-solve novel 
situations (Majerovitz, 1995). 
Fauth et al. (2012) found that although higher levels of closeness between 
caregiver and care recipient were significantly associated with less depression and better 
mental health ratings, it was not associated with caregiver affect or with caregivers’ 
physical health scores.  Additionally, higher levels of closeness are associated with worse 
outcomes on the caregiver’s mental health after an extended period of time (Fauth et al., 
2012).  This suggests that although in the short-term caregivers rate their mental health 
more positively the closer they are to their relatives with dementia, the closer they are, 
the more their mental health deteriorates over time.  
Sibling Relationships and Caregiving 
 Siblings serve as companions, confidants, and role models in childhood and 
adolescence, and as sources of support throughout adulthood (Whiteman et al., 2011).  
Sibling relationships are one of the most long-lasting social relationships that influence 
and shape people throughout the life course, as well as a fundamental part of how 
individuals’ identities and senses of self are formed in relation to others (Davies, 2015). 
Brothers and sisters often serve as a source of comfort and support, companionship, and 
well-being, and tend to be permanent members of individuals’ social networks 
(Voorpostel et al., 2012). 
According to social learning theory, close family and friends, parents, marital 
relationships, and sibling interactions influence the sibling relationship (Whiteman et al., 
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2011).  Siblings learn from one another through imitation during everyday play and 
activities, and these interactions provide ongoing opportunities to acquire social, 
emotional, and behavioral competencies (Conger, Stocker, & McGuire, 2009).  Research 
has found that cooperative play and having conflicts with each other help siblings to learn 
new skills and begin defining themselves as individuals.  Although this process begins in 
childhood, individuals continue to define themselves throughout adulthood by measuring 
their successes (Conger et al., 2009). 
Whiteman et al. (2011) stated that family members are the most influential for 
children, and that individuals are most likely to imitate others who are warm and 
nurturing.  Children tend to learn social skills through their interactions with their 
families and by observing their family members’ interactions with others.  Similarly, 
siblings learn how to alter their relationships with each other through observing direct 
behaviors in everyday interactions (Whiteman et al., 2011).  For example, a sibling may 
learn to get his or her way by being overly aggressive or nice to his or her siblings.  By 
doing this, the individual is influenced negatively and both siblings learn how to get their 
way (Whiteman et al., 2011). 
Although adult siblings are not required to interact often, they tend to rely on each 
other during a family crisis (Tolkacheva, Broese van Groenou, & van Tilburg, 2010).  
Additionally, sibling relationships tend to have an ambivalent nature, which is often 
described as a contradiction within social relations.  A sibling bond represents both a kin 
and non-kin relationship.  A kin relationship has a certain level of obligation to each 
other; however, the non-kin relationship represents a level of voluntary choice and 
independence (Tolkacheva et al., 2010).  Adult siblings tend to weigh the norm of 
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solidarity and joint responsibility for the well-being of their parent against their 
individual ideas of how to divide care.  Due to the kin and non-kin nature of sibling 
relationships, many individuals weigh the costs and benefits of caring for their parents 
themselves versus not participating in the care of their parents (Tolkacheva et al., 2010). 
Voorpostel et al. (2012) found that siblings believe they can rely on each other, 
which often results in a sense of obligation to support each other during negative or 
stressful situations.  Despite feeling obligated, the actual physical support given to their 
siblings may be limited.  Voorpostel et al. also found the type of negative life event often 
determines how much siblings remain in each other’s lives afterward.  Siblings’ tendency 
to support each other depends on whether they believe the other is entitled to their help, 
given the situation.  Additionally, siblings tend to support each other more when their 
sibling cannot be held responsible for the situation.  If the sibling cannot be held 
accountable, the sibling relationship tends to stay the same; however, if a sibling can be 
held accountable, the relationship tends to be impacted negatively (Voorpostel et al., 
2012). 
Throughout the lifespan, siblings experience varying motivations to communicate 
with one another.  Motivation for communication can be due to conflict or collaboration 
(Amaro & Miller, 2016).  One of the most challenging times for siblings is the experience 
of caring for an aging parent, which can cause relational strain for the caregiver.  There 
are several causes of relational strain, which include disagreement in the caregiving 
duties, unmet expectations of siblings, and negative interactions with family members.  
Research shows that siblings believe that caring for elderly parents should be a 
shared responsibility and many have been found to work together to lighten the load and 
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ease the strain for each other (Lashewicz, 2014).  In theory, no one person would provide 
more than another when caring for an elderly parent and each sibling would contribute 
equally to caregiving (Amaro & Smith, 2016).  Conversely, it should not be assumed that 
shared caregiving will be harmonious, and that many families do not experience this 
equality and struggle to identify acceptable levels of contribution (Parsons & Cox, 1989; 
Silverstein, Conroy, & Gans, 2008). 
Despite the common belief of parental care being a shared responsibility amongst 
siblings, primary caregivers often receive little or no help from their siblings.  Although a 
small number of caregivers report having the support of a sibling network, most do not 
have reliable or consistent assistance in caregiving responsibilities (Willyard et al., 2008).  
Furthermore, research has found that caregivers who attempt to involve their siblings in 
the caregiving role often find that their siblings are unwilling to participate, which can 
lead to conflict among siblings (Merrill, 1996; Willyard et al., 2008).  Tension among 
siblings is common in families in which parents require care, and siblings who provide 
care are more likely to experience conflict, criticism, and demands than are their siblings 
who do not provide care (Suitor, Gilligan, Johnson, & Pillemer, 2013). 
 There are some instances in which families distribute care equally amongst each 
other.  Ingersoll-Dayton, Neal, Ha, and Hammer (2003) studied families that distributed 
caregiving responsibilities through taking turns and assigning tasks to each member of 
the family base on expertise and availability.  This practice is most seen in sister dyads 
and was associated with redefining caregiving as a support system in which siblings 
could enjoy time with each other, could set up time aside to plan care together, and could 
involve parents in the decision-making process (Amaro & Smith, 2016). 
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Willyard et al. (2008) identified several different types of sibling care.  Routine 
care is defined as regular assistance that is incorporated into the adult child’s ongoing 
activities.  Backup care is defined as assistance with routine activities if they are asked to 
help by another sibling.  Circumscribed care is defined as participation that is predicable 
but limited.  Sporadic care is care that is provided to parents at the child’s convenience, 
but that is not on an irregular basis.  The last category of care is dissociation, which is 
when siblings remove themselves from the responsibility of parent care (Willyard et al., 
2008).  
The main question a family has when someone begins showing signs of dementia 
is who will become the primary caregiver and how that person will make decisions 
regarding his or her relative’s care.  Although this is the main question, it is rarely 
answered through conversations among the family (Willyard et al., 2008).  The role of 
primary caregiver is oftentimes assumed by either desire and/or default (Amaro & Smith, 
2016).  There are several default reasons for caregiving, which include gender, family 
position, geography, and life situation.  There have been characteristics of adult children 
that have been found to be more conducive to caregiving than others.  These include 
being a daughter, having enough time, being emotionally close, and having frequent 
contact with their parents.  Additionally, adult children who live geographically closer to 
their aging parents can also predict which sibling takes the primary caregiving role 
(Tolkacheva et al., 2010).  
In regard to geography, distant siblings tend to not be primary caregivers and may 
not share the responsibilities of caregiving with their other siblings; however, distant 
siblings can offer to contribute to care through instrumental tasks, such as managing 
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parents’ finances (Amaro & Smith, 2016).  Roff et al. (2007) found that some distant 
siblings offered praise to primary caregivers for their work; however, other siblings 
criticized primary caregivers for not spending enough time with their parents or not 
helping them financially despite their levels of contributions (Amaro & Smith, 2016). 
As shown by Pillemer and Suitor (2013), there are four factors that predict which 
siblings will end up providing care to their mothers when needed.  First, children who 
were appointed by their mothers prior to needing care were three times more likely to be 
primary caregivers than those who were not appointed or chosen by their mothers.  
Second, children who lived within two hours of their parents were six times more likely 
than their siblings who lived further away.  The third and fourth factors that increased the 
likelihood of providing care included those who were of the same gender and shared 
similar values as their mothers.  Findings from this study suggest that parents often plan 
for a specific child to provide care when needed and that proximity plays a large role in 
the caregiver selection process (Pillemer & Suitor, 2013).  Nevertheless, other research 
states that parental preference of caregiver increases tension between siblings and 
determines the quality of sibling relationships (Suitor et al., 2013).  Overall, research has 
found that siblings tend to report higher levels of tension and lower levels of closeness 
when they perceived their parents to prefer or show favoritism to one sibling over another 
(Suitor et al., 2013). 
In addition to the tension that adult children may feel within their sibling 
relationships, they are also often required to make decisions for their parents with 
dementia, especially as their parents’ status begins to decline.  Some of those decisions 
include living arrangements, end of life planning, medical decisions, finances, and safety 
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(G. Livingston et al., 2010).  More specifically, decisions that caregivers often have to 
make include management of eating and drinking problems, treatment of infections 
and/or other medical conditions, pain, behavioral problems, hospice referrals, and surgery 
(Givens, Kiely, Carey, & Mitchell, 2009). 
Decision-Making 
 Decision-making is an important psychological process pervading many aspects 
of life, including decision-making pertaining to family caregiving for aging parents 
(Cicirelli, 1992; Cicirelli, 2006; Horowitz et al., 1991).  The decision-making process 
consists of the affective valuing and cognitive evaluations made by decision makers, 
which are dependent on the decision makers’ perceiving styles, including how they feel 
about the situation (Woosley, Danes, & Stum, 2017).  An individual’s perception of the 
situation is often dependent on his or her personal values, psychological orientations, and 
past experiences.  Rettig’s family decision-making theory (FDMT) explores 
environments, processes, and outcomes of families’ decision-making, specifically, 
decision environment, decision-making process, and decision implementation (Woosley 
et al., 2017).  The decision environment is made up of characteristics of individual 
decision makers, their families, and their households.  Some characteristics of this 
include personal (i.e., innate, learned, or acquired), economic, or social. 
Woosley et al. (2017) noted one of the phases of decision-making is perception, in 
which an individual and/or family recognizes that a change or decision is needed.  This 
perception affects whether the situation is an exciting opportunity or a stressful problem 
(i.e., caregiving).  Some factors that have been identified as underlying an individual’s 
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perception include personal values, psychological orientation, and past experiences 
(Woosley et al., 2017). 
Dyadic decision-making is unique in that the relationship between the decision 
makers has both cognitive and personal-social implications.  Communication between 
dyads on a decision-making task has been found to involve implicit understandings, 
limited discussion, abbreviated comments, mental shortcuts in thinking, and brief 
conversations to come to a quick decision rather than deliberating (Cicirelli, 2006).  
Decision-making between dyads can be easy or difficult depending on the relationship 
between the pair prior to being required to work together to make a decision.  Studies 
have found that differences in power between the dyads, which is often determined by the 
amount of talk time, resulted in the more powerful member having a greater influence on 
the decision (Cicirelli, 2006). 
 Cicirelli (2006) described two types of decision-making processes that are often 
used in dyad decision-making.  The first type, rational-analytic decision-making, involves 
a multistep process that each member of the dyad goes through.  The steps include 
clarifying the decision problem; obtaining information for identifying or generating 
alternatives; deriving the anticipated consequences for each alternative; ranking the 
preference for each consequence; weighing the utility or value of each possible 
consequence by the probability of its occurrence, combining across consequences to 
establish the overall utility or value of the alternative; and selecting the alternative that 
has the highest overall value as the best decision (Cicirelli, 2006).  This process assumes 
that all the alternatives and consequences are known to the decision makers; however, 
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critics believe that this information may not always be known, requires too great of a 
cognitive load, and may be too time consuming for all decision makers (Cicirelli, 2006). 
 The second type of decision-making process, naturalistic decision-making, looks 
at how people actually make decisions in everyday situations and involves a wide 
spectrum of models, ranging from use of limited reasoning to no reasoning.  Cicirelli 
(2006) identified several different types of naturalistic decision-making, which include 
bounded rationality, “routine” decisions, emotion-based decisions, intuitive decisions, 
and decisions that are based on impulse, chance, ignorance, imitation, or randomness.  
Stoltz, Willman, and Udén (2006) noted that family caregivers are often required 
to act as health care providers to meet the health care needs for their aging parents.  When 
an individual has a progressive cognitive impairment, a family member’s decision-
making role becomes more frequent and significant as the individual’s abilities decline 
(Elliot, Gessert, & Peden-McAlpine, 2009).  As such, most people who take on the 
caregiving and decision-making role do not normally take on the role of decision-making 
overnight; rather, it is more of a gradual process during which one or more family 
members take on the increasing responsibility over time (Fetherstonhaugh et al., 2017). 
There are various stages for making decisions for others.  The first stage of 
decision-making for others comes in the early stages of cognitive impairment (Shanley, 
Fetherstonhaugh, McAuliffe, Bauer, & Beattie, 2017).  During this stage, family 
members will often engage in shared or supported decision-making with the care 
recipient.  This allows the care recipient to maintain as much input as possible with 
decisions that affect him or her.  As cognitive impairment increases, the family is 
required to take on more responsibility relating to decision-making and the care recipient 
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has less input in the final decision.  Toward the severe stage of dementia, caregivers 
assume all decision-making responsibilities and become the surrogate decision-makers 
(Shanley et al., 2017). 
Parsons and Cox (1989) found that sources of conflict regarding elder care 
decision-making is common among family caregivers due to feelings of guilt and grief, 
scarce resources, limited experience with joint decision-making, and old conflictual 
family dynamics emerging through the family decision-making process.  Some of the 
decisions that caregivers become required to make for their loved ones include what type 
and level of care is needed (e.g., hospice, nursing home or assisted living care 
placements, home health care arrangements, and/or family caregiving), hospital discharge 
planning, which family members will be involved in the care and in what ways, and who 
will pay for the care, among many others (Parsons & Cox, 1989). 
Fetherstonhaugh et al. (2017) found that making decisions regarding a parent’s 
care primarily occurred by either knowing parent’s wishes, consulting others, or striking 
a balance between the two.  When adult children know a parent’s wishes, it is usually 
through formal documentation that was completed prior to a dementia diagnosis; 
however, it can also be through informal written documentation or based off of previous 
conversations with the parent.  Despite having formal documentation, Fetherstonhaugh et 
al. found that caregivers still felt conflicted when making medical decisions for their 
loved ones.  Other caregivers found having knowledge of a parent’s wishes was 
constraining and burdensome and caused conflict within the family. 
Many caregivers consult with other family members before making important 
decisions; however, this can be challenging when there is disagreement about decisions 
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and there is a difficulty reaching a consensus (Fetherstonhaugh et al., 2017).  Caregivers 
consult other dementia caregivers and health care professionals to help make a decision 
that is in the best interest of their parents when they have difficulty making a decision or 
are unable to reach a consensus with their family members.  Finally, striking a balance 
refers to finding a balance between respecting the wishes of the person with dementia and 
looking after his or her “best” interest by keeping him or her safe, comfortable, and well 
looked after (Fetherstonhaugh et al., 2017).  This can be difficult for caregivers to do 
because of their own grieving processes and not being ready to let their loved ones go.  
Caregivers report that they feel the immensity of the responsibility they have as the 
decision-makers for their relatives with dementia, particularly with end-of-life decisions 
(Fetherstonhaugh et al., 2017). 
Need for Current Study 
Over the years, there has been extensive research examining how caring for a 
family member with dementia affects the caregiver; however, there is limited research on 
how caregiving affects the caregiver’s perceptions of relationships with his or her other 
nuclear family members, such as the caregiver’s children, spouse, siblings, friends, and 
parent(s).  As stated in the literature review, caring for a loved one with dementia is 
extremely challenging and can impact the caregiver in both mental and physical ways.  
Importantly, supportive family relationships have been found to decrease the level of 
burden caregivers feel, increase their physical and mental health, and provide them with 
adaptive coping strategies to deal with the stressors and frustrations of caring for their 
family members.  
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Informal caregivers are required to make decisions regarding their parents’ care, 
especially as they progress into the later stages of dementia.  Research has identified that 
caregivers make decisions through prior knowledge (e.g., living will), consulting with 
others, or by finding a balance between their prior knowledge and consulting with others.  
Research has also found that decision-making can be a source of conflict between family 
members (Merrill, 1996; Willyard et al., 2008). 
Although supportive family relationships have been found to decrease symptoms 
of depression, anxiety, stress, frustration, and CB, the impact being an informal caregiver 
for a parent with dementia has on the caregiver’s relationship with his or her siblings has 
thus been unknown.  Additionally, because decision-making is a large part of dementia 
caregiving, it is unknown how the decision-making processes impacts the sibling 
relationship. 
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Chapter 3: Research Questions 
 This research aimed to identify the ways in which caring for a parent with 
dementia may affect the adult sibling relationship.  Two questions were explored through 
this research: 
1. How does caring for a parent with dementia affect the caregiver’s perceptions of 
his or her sibling relationship(s)? 
2. What factors influence a caregiver’s efforts to collaborate with his or her siblings 
in making decisions related to his or her parent’s dementia care? 
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Chapter 4: Method 
 A qualitative research design was utilized to determine whether and how caring 
for a parent with dementia affects the adult sibling relationship and what factors influence 
how adult children collaborate with their siblings when making decisions regarding their 
parents.  Adult children who identified as the primary caregivers for their parent 
participated in a semi-structured interview over the phone. 
Overview 
The current study focused on caregivers who were actively caring for parents with 
dementia and explored how the stress of being caregivers and making decisions for their 
parents impacted their relationships with their siblings.  The study aimed to understand 
how caring for and making decisions for parents with dementia affects sibling 
relationships, whether their relationships have changed, how siblings relationships have 
changed, and what specifically caused the changes in relationships, as well as to ascertain 
any themes that occur throughout participant answers. 
Design and Design Justification                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                      
The study utilized the qualitative method of research, which led to the 
development of themes that explained the phenomena of interest (Kazdin, 2003).  A 
qualitative design was used to understand how the consequences of caring for individuals 
with dementia affect caregivers’ perceptions of their relationships and the way they 
interact with their siblings.  This design was used to understand the perspectives of 
caregivers for dementia parents, the types of variables that decrease strain on their 
relationships, triggers that increase strain on their relationships, and protective and risk 
factors for their relationships.  Participants openly discussed their experiences with caring 
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for parents with dementia, whether they perceived that their relationships with their 
siblings have been affected due to caregiving, elements that have changed in their 
relationships, and factors that have put their relationships at risk for or protected them 
from strain. 
Grounded theory, a method of qualitative research analysis, aims to generate 
theories rather than verify or scientifically test a hypothesis (Sutcliffe, 2016).  Grounded 
theory also provides the investigator with systematic, flexible guidelines for collecting 
and analyzing qualitative data to construct theories grounded in the data collected 
(Sutcliffe, 2016).  Therefore, grounded theory allowed the investigator to utilize the 
themes produced by the caregivers in response to open-ended questions, in order to attain 
an overall image of their experiences.  The study utilized a semi-structured interview 
method in order to examine and describe the experiences of these caregivers, as well as 
the risk and protective factors of their relationships with their siblings. 
Despite the literature addressing how the relationship between a dementia 
caregiver and the care recipient changes over time and the consequences (e.g., increased 
level of burden, stress, and symptoms of depression) of caregiving, there is limited 
literature addressing how caring for a parent with dementia and the decision-making 
process affects the caregiver’s relationships with others, specifically with siblings.  The 
limited range of research on how caring for a parent impacts the sibling relationship may 
broaden based on the results of the current study. 
The questions comprising the interview included open-ended questions and 
additional prompts assessing background information and the caregiver’s experiences 
with caring for his or her parent.  The study explored various aspects of caring for a 
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parent, including (a) why the caregiver became the primary caregiver, (b) what factors 
contributed to keeping his or her parent home or placing his or her parent in a nursing 
home, (c) rewarding and challenging aspects of caring, (d) how siblings make decisions 
for his or her parent’s care, (e) impact on quality of life, and (f) how the sibling 
relationship has been impacted.  The questions also aimed to explore each caregiver’s 
general experiences with caring for a parent with dementia.  
Data Analysis 
The methodology chosen for the current study was grounded theory, which was 
created by sociologists Glaser and Strauss in 1967 (as cited in Sutcliffe, 2016).  Grounded 
theory methods consist of systematic, yet flexible guidelines for collecting and analyzing 
qualitative data to construct theories grounded in the data (Charmaz, 2006, as cited in 
Sutcliffe, 2016).  In grounded theory, the theory is developed from the data that are 
obtained from the field.  The process of analysis begins from the first time that data begin 
to be collected and continues until the research study is complete.  
There are several elements of grounded theory, including theoretical sensitive 
coding, theoretical sampling, and constant comparison (Sutcliffe, 2016).  Theoretical 
sensitive coding is derived from strong concepts and categories from the data, which 
explain the phenomenon under study.  Coding involves a detailed process of combing 
through the data, identifying properties, and noting relationships and categories 
(Sutcliffe, 2016).  Glaser and Strauss (1967) defined theoretical sampling as “the process 
of data collection for generating theory whereby the analyst jointly collects, codes and 
analyses his data and then decides what data to collect next and where to find them, in 
order to develop his theory as it emerges” (p.45).  Finally, constant comparison is defined 
CAREGIVING AND DECISION-MAKING IN SIBLINGS 
 
48 
as identifying similarities and differences between the categories identified in each step 
of coding and linking the data to reflect complexity and variability in the data (Sutcliffe, 
2016). 
Another element of grounded theory is “memoing,” or note taking, which assists 
the researcher in keeping track of links between codes, hypotheses about categories, and 
possible theoretical ideas (Sutcliffe, 2016).  Memoing also allows for transparency and 
trustworthiness in the process of analysis (Sutcliffe, 2016).  In this study, memoing was 
used to assist the coders in making connections between the raw data and the phenomena 
being explored, how caring for their parents with dementia and making decisions 
regarding their parents’ care impacted participants’ relationships with their siblings.  
Memoing ensured that no ideas were lost and kept track of potential links between the 
codes/themes.  This initial review of the participant responses allowed the coders to 
understand the participants’ experiences.   
The coding team for this study included the investigator and two other advanced 
graduate students, all of whom were supervised by a licensed psychologist with 
experience in qualitative methodology.  There are three levels of coding that make up 
theoretical sensitive coding that were utilized in this study: open coding, axial coding, 
and selective coding.  
The first phase of coding is open coding, which requires the researcher to break 
down the data into themes and categories that broadly describe the phenomena being 
studied (Sutcliffe, 2016).  During this phase, the investigator and coders went through 
each transcript and highlighted segments, or repeating ideas, which were related to the 
research questions.  The segments that the investigator and coders highlighted varied in 
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length from phrases to complete sentences.  The coders engaged in memoing throughout 
this phase, which consisted of interpreting and labeling the segments that were 
highlighted.  Additionally, notes were made about why certain information could be 
important to the research question, through the use of memos.  
The second phase, axial coding, consists of making connections between the 
themes that were identified during open coding and forming higher-order categories 
(Sutcliffe, 2016).  During this phase of coding, the investigator and coders combed 
through the repeating ideas and grouped similar repeating ideas together.  Once all of the 
repeating ideas were put into groups, the investigator and coders identified higher-level 
categories for each of the groups of repeating ideas.  The investigators and coders 
continued to engage in memoing, in which they took note of how the repeating ideas 
were related and why they should be grouped together. 
Finally, selective coding consists of choosing a core category and systematically 
exploring how it relates to the other categories and themes identified during the previous 
two phases of coding (Sutcliffe, 2016).  The process of selective coding allows the data to 
tell a story (Sutcliffe, 2016), such as to explain how caregiving and making decisions for 
their parents affected the caregivers’ sibling relationships.  During this final phase of 
coding, the researcher and coders sifted through the groups, or themes, that were 
identified in the axial coding phase and grouped the similar themes together to form 
constructs.  Finally, memoing was used in this phase to identify how the themes were 
related and the rationale behind each construct. 
In grounded theory, theoretical saturation occurs when the developing theory of 
the topic under investigation has reached a sufficiently comprehensive point (Sutcliffe, 
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2016).  In this study, theoretical saturation was reached when no new information was 
found and ideas began to repeat themselves.  Ultimately, the coding team agreed upon the 
themes and interpretations of those themes. 
Participants 
The participants in the study consisted of eight adult children caregivers who were 
caring for parents who was diagnosed with dementia.  The participants had varied ranges 
of experiences and time spent as caregivers, and their parents had varying stages of 
dementia.  The participants varied in age, gender, ethnicity, and culture. 
Inclusion criteria.  To participate in this study, an individual was required to be 
an adult child who was the primary caregiver of a parent with late onset dementia within 
the United States.  A primary caregiver can be defined as an individual who holds the 
primary responsibility for the care of a parent with dementia.  Examples of primary 
responsibilities include, but are not limited to, meal preparation, feeding, bathing, 
administering medication, making medical appointments, attending medical 
appointments, and being responsible for finances and paying bills.  Participants were 
required to be fluent in English.  The participants also were required to have at least one 
sibling who lived close enough (within one hour) to be able to provide care regularly. 
Finally, the care recipient could not have a spouse.   
Exclusion criteria.  Individuals who were not primary caregivers for their parents 
with late onset dementia were excluded from this study.  Individuals were also excluded 
from this study if their parents with dementia were deceased.  Additionally, individuals 
who were not fluent in English were excluded from this study.  Individuals who did not 
have siblings or whose siblings lived further than one hour away were also excluded from 
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this study.  In addition, individuals were excluded if they were not engaging in any of the 
primary responsibilities as listed in the inclusion criteria.  Lastly, individuals were 
excluded from the study if their parents, for whom they were caring, had spouses.  
Recruitment.  To recruit potential participants, information about the study was 
sent in the form of a recruitment letter and/or flyer to prospective caregiving agencies, 
several support groups and services (including family caregiving support programs), a 
local chapter of the Alzheimer’s Association, and dementia-related social media groups 
(Appendix A).  Once potential participants expressed interest in participating in the study, 
the researcher used an eligibility screener to determine whether they met criteria for the 
study (Appendix B). 
Study Instruments 
The investigator, as the result of a comprehensive literature review, developed a 
list of interview questions (Appendix C).  Three psychologists who had expertise and 
experience working with caregivers of dementia reviewed the questions and provided 
recommendations on which questions were the most relevant.  The semi-structured 
interview consisted of open-ended questions and background and demographic questions.  
The interview consisted of questions related to the caregivers’ experience while caring 
for their parents with dementia, how their sibling relationships have changed since they 
became caregivers, different types of stress that affected their relationships the most, 
protective factors have assisted in keeping their relationships unaffected, and how the 
caregivers fulfills their needs while also fulfilling the needs of their other family 
members and their parents with dementia.  The interviewer gathered personal information 
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about the participants, including their genders and amount of time spent caring for 
relatives with dementia, through use of a demographic questionnaire (Appendix D).  
Zarit Burden Interview.  The Zarit Burden Interview (ZBI) is the most common 
self-report measure that is used in dementia caregiving research (Bédard et al., 2001).  
The ZBI was developed through the review of several studies surrounding caregivers and 
clinical experiences of working with caregivers.  The questions within the ZBI cover 
areas that are frequently discussed by caregivers, including caregiver’s health, 
psychological well-being, finances, social life, and the relationship with the care recipient 
(Zarit, Reever, & Bach-Peterson, 1980).  The ZBI consists of 22 questions with the 
following choices as answers: never (0), rarely (1), sometimes (2), quite frequently (3), 
and nearly always (4).    
Norms for the ZBI have not been computed; however, there are estimates of the 
degree of burden individuals are experiencing based on the preliminary findings.  The 
interpretation of the scores are as follows: a score of 0 to 21 illustrates little to no burden, 
21 to 40 is consistent with mild to moderate burden, and 41 to 60 indicates moderate to 
severe burden; and 61-88 severe burden (Zarit et al., 1980). 
Procedure 
Following recruitment and screening, participants read a brief introduction to the 
study.  Those who agreed to participate were asked to complete the informed consent 
form, ZBI, and demographic questionnaire.  After participants returned the documents, 
the investigator scheduled an appointment with each participant.  Each interview took 
between 30 minutes and 1 hour to complete.  All interviews were recorded on a digital 
recorder.  After the interviews were completed, the investigator transcribed the 
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recordings.  To ensure participant anonymity, a pseudonym was assigned to each 
participant and every relative he or she named. 
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Chapter 5: Results 
In the current study, the experiences and perceptions of adult children caring for a 
parent with dementia were examined.  Participants in this study were asked about how 
their sibling relationships were impacted related to caring for their parents with dementia.  
Furthermore, the participants were asked how they make decisions regarding their 
parents’ care and how those decisions are made.  A total of eight participants were 
interviewed. 
Demographic Characteristics 
Each primary caregiver who participated in the interview completed a 
demographic questionnaire.  The caregivers ranged in age from 34 to 64 years old, with a 
mean age 52.75 years old.  This sample consisted of two men and six women.  The 
ethnicities of the participants included Caucasian (n = 5), Hispanic (n = 1), Irish 
American (n = 1), and Native American/Spanish/ Italian (n = 1).  Each caregiver had 
between one and five siblings.  Participants’ levels of education ranged from a high 
school diploma to a master’s degree.  Of the eight participants, one was single, one was 
divorced, and six were married.  Seven of the eight participants were working full-time, 
outside of the home.  All of the participants in this study were caring for their mothers.  
The length of time the caregivers were caring for a parent ranged from one year to ten 
years. The caregivers spent a range of one to 20 hours caring for their parent a day.  Of 
the eight participants, only two were residing with their parents for whom they were 
caring.  Table 1 provides the demographic information that was collected for each 
participant. 
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Table 1.  Summary of Participant Demographic Characteristics in Age Order 
 
Characteristics Participants 
 Jessica David John Samantha Lydia Mary Nancy Jane 
Age 34 48 51 53 55 56 61 64 
Ethnicity 
Italian, Spanish, 
Native American 
Caucasian Caucasian 
Irish / 
American 
Caucasian Hispanic Caucasian Caucasian 
Level of Education Some College 
High 
School 
Trade 
School 
Some 
College 
Some 
College 
Some 
College 
Masters Masters 
Marital Status Married Single Married Married Married Divorced Married Married 
Number of Siblings 3 3 4 1 2 4 2 5 
Number of own 
Children 
3 0 2 3 2 3 3 3 
Employment Status Unemployed Full Time Full Time Full Time Full Time 
Full & part 
time job 
Full Time Full Time 
Parent’s Level of 
Education 
High School 
High 
School 
Grade 
School 
High 
School 
High 
School 
3rd grade 
Some 
College 
College 
Number of Years 
Diagnosed 
4 years 1 year 11 years 3 years 2 years 6 years 5 years 3 years 
Length of Time Caring 2 years 1 year 10 years 3 years 2 years 8 years 6 years 3 years 
Living with Parent No Yes No No No No Yes No 
Hours per Day with 
Parent 
1 hr. 1 hr. 2-20 hrs. 5 hrs. 1 hr. 15 hrs. 3-4 hrs. 3-4 hrs. 
Formal Services No No Yes Yes Yes Yes Yes No 
Zarit Burden Interview 
Score 
29 15 57 59 61 65 61 26 
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Analysis of the data collected resulted in the following emergent themes: 
Emotional and Psychological Strain, Familial Rules and Values, Impact on the Sibling 
Relationship, Interpersonal Influences, Personality and Life Experiences, Uncertainty 
About the Future, and Family Dynamics. 
 Participant responses varied significantly in this context.  Although all eight 
participants stated that they felt their relationships with their siblings had been impacted, 
the type of impact varied, ranging from bringing siblings closer together to a break in the 
relationship.  For example, one participant explained that her relationship with her 
siblings had been so damaged that she never speaks to her siblings unless something 
needs to be communicated about their mother, and that she planned on changing her 
telephone number after her mother passed away so that she would have no connection to 
her siblings.  This participant expressed being so hurt by her siblings’ lack of support 
during the caregiving process that she was convinced that none of them love her.  
 Other caregivers expressed the opposite, and that the caregiving experience 
actually brought them closer to their siblings.  One participant stated that caring for their 
mother brought her and her sister closer and improved their communication.  She 
expressed that they “appreciate each other more for what each of us does for our mom 
and for each other.”  Overall, participants acknowledged several factors that contributed a 
change in their relationships with their siblings and also ways that they have made 
decisions for their parents’ care with their siblings. 
Emotional and Psychological Strain 
Perceived sibling guilt.  The participants who stated that their relationships with 
their siblings were impacted negatively by caregiving expressed thoughts regarding their 
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siblings feeling guilty about not assisting with care of their parents.  For example, Nancy 
stated, “. . . there’s probably some guilt on their part that I’m doing this and they’re not 
really helping at all.”  Some of these caregivers attempted to justify their siblings’ lack of 
support and assistance with their parents because of the guilt that they may feel.  Mary 
attempted to relate the guilt she feels when she does not call her mother one day to the 
guilt that her siblings may feel for not assisting with care: 
I think to myself, you know what, maybe my siblings, because they haven’t 
always been around, maybe it’s difficult for them to deal with this.  Maybe, like I 
don’t make a phone call when I’m going somewhere because I feel guilty, maybe 
they feel guilty.  Sometimes I go through that agony of giving them the benefit of 
the doubt.  (Mary.) 
 Another caregiver discussed how it is difficult to get her brother to physically 
come to assist her and her other siblings with providing care for their mother.  Jessica 
stated that she thinks that “part of the issue, it’s not like he doesn’t care and doesn’t want 
to come, I feel like he, he feels guilty for not being there so when he does go, he sees it 
and doesn’t know how to handle it so he just stays away more.”  
 Caregiver guilt.  Most of the caregivers also expressed their own feelings of guilt 
when it came to caring for their parents.  Many of the participants discussed how they 
feel “bad,” or guilty, that they were unable to continue to provide care for their parents in 
their homes and felt forced to find them assisted living or nursing homes.  Many of the 
caregivers discussed that the amount of care that their parents required often became too 
much for them to handle—emotionally and physically—which ultimately prompted them 
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to put their parents in nursing or assisted living homes.  For example, one caregiver 
reported that he felt guilty for not being able to do more than he already had: 
. . . now we feel guilty that we just can’t do it. . . . It’s just more and more care 
and we just can’t do it.  So that does give a big guilt aspect.  We feel very guilty 
and we’d not put my mother in a home if we could help it.  (John.) 
Other participants expressed feelings of guilt about taking time off from taking 
care of their parents to engage in self-care or spend time with their immediate families.  
For example, Nancy expressed how her mother often makes her feel guilty when she has 
to go out at night to do work events or “just to do something” in the evening.  She stated, 
“. . . she basically wants me home all day, so that’s very difficult and very guilt 
inducing.”  Other caregivers discussed feelings of guilt when they do things for 
themselves, with their children, or with their significant others rather than going to see 
their mothers.  Additionally, caregivers expressed not traveling or planning activities with 
their siblings due to feeling guilt that they have left their parents alone.  For example, 
Samantha stated, “Just knowing that we could and it wouldn’t be a problem and knowing 
that we could do it now, too, but there would be guilt involved.”  Mary stated that she 
avoids calling her mother on those days because of the guilt she feels: 
Yesterday, it was fourth of July and my daughter invited me to her house.  I never 
called mom all day yesterday.  I didn’t even call because I knew if I called, she 
would go through that same speech of “When are you coming?  Are you not 
working?  What do you mean you’re out?”  It would break my heart to know that 
I was out eating with my daughter and seeing fireworks and I was not with her.  
So, it’s a constant emotional roller coaster.  Like Friday nights, I go out to dinner 
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after work and I don’t call my mom on Friday nights.  Like I don’t call her 
because I feel guilty.  (Mary.) 
Familial Rules and Values 
 Obligations/expectations.  The caregivers in this study reported they felt 
obligated or were expected to care for their parents.  Many of the caregivers stated that 
they became primary caregivers because “no one else offered” and “someone had to do 
it.”  They felt like their siblings were expecting them to take on the role of primary 
caregiver for many reasons.  For example, one caregiver stated, “There was a lot of, ‘You 
will be responsible because of your gender, because you’re the girl.’”  She discussed that 
her sister-in-law expressed to her that she was the daughter and that it was her 
responsibility to be the sole caregiver for her mother.  Another reason they felt they were 
obligated to care for their parents was because of their birth orders.  One caregiver 
discussed how she believed that being the oldest sibling impacted the decision to be the 
primary caregiver.  In addition, she also expressed believing that taking care of her mom 
was part of her “job:” 
I’m the oldest daughter. . . . Growing up I was supposed to help take care of my 
younger sibs and as I got older, and as my parents started getting older, they really 
seemed to depend on me more than anybody else.  I’m the responsible one!  
Because I was the oldest, I guess.  (Jane.) 
 Lastly, some of the participants believed that because they were the last ones that 
left their family homes, it fell on them to care for their aging parents.  Some also 
expressed that the role of primary caregiver was appointed to them by their parents prior 
to their parents’ health decline. 
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Paying it back.  Almost all of the caregivers in this study expressed they wanted 
to “pay back” their parents for everything that they had done for them growing up.  Many 
of the participants talked about how providing care to their parents now makes them feel 
good in some ways because of this.  One caregiver expressed, “But she’s been more than 
helpful for the whole family and for anybody and everybody, so I want to be there for her 
as much as I can.”  Overall, many of the participants expressed that caring for their 
parents now is giving them the opportunity to thank their parents for caring for them. 
 Doing what is right/best for parent.  The participants frequently referenced that 
they were doing what they thought was right or the best thing for their parents.  One 
expressed that he or she was going to “do the best I can for as long as I can.”  The 
caregivers also explained that they remind themselves that they are doing the “right and 
best thing,” especially when caring becomes challenging.  For example, Samantha stated, 
“. . . just knowing that she is with us and that she was happy with us.  You know, other 
than little things here or there.  You know, just knowing that we were doing the best for 
her at the time.”  Participants in the study also expressed that when making decisions for 
their parents, they try to think about what is the right thing or the best thing for them.  For 
example, Jane explained how the siblings had to decide ultimately that their mother was 
unable to drive anymore due to her cognitive decline.  She stated, “. . . but it was the right 
thing to do for her because it wouldn’t have been safe to let her drive.” 
Family values.  The participants in this study frequently discussed values, 
specifically family values.  When the participants were asked what factors contributed to 
their families deciding to care for their parents in or out of their homes, many expressed 
that it was never a decision they felt they had to make and it was “just was what was 
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going to happen.”  For example, John stated, “It wasn’t as much of a decision for us; it 
was just this is how it has to be and this is how it’s going to be.”  
Many of the participants explained how they watched their parents care for their 
grandparents or other relatives as they were growing up.  They discussed that caring for 
elderly parents and/or relatives was instilled in them early on, which made becoming 
caregivers more of a natural phase of life.  Many of the participants expressed that even 
when they have disagreements, all the siblings agree that they want to do what is best for 
their parents.  Although not all, the majority of the caregivers believed that one thing that 
everyone agreed on was the importance of family, especially in challenging situations:  
. . . We’re all different in a lot of ways, but I think we were brought up with 
similar values and you know, we really value being a family, even when we don’t 
agree on things sometimes.  And you know, I mean pulling together to take care 
of mom, there’s not even any question mark around it.  It’s what we do.  And, 
and, you know, we watched, my dad not so much because he had a really difficult 
relationship with his parents, but we watched my mom take care of her mom.  It’s 
what you do.  (Jane.) 
Impact on the Sibling Relationship 
 Negative impact on sibling relationship.  The caregivers that participated in this 
study discussed the negative impact that caring for their parents with dementia has had on 
their relationships with their siblings.  Overall, the participants who expressed that 
caregiving negatively impacted their sibling relationships often stated they were angry 
with their siblings for not helping them.  One caregiver stated that his “brother is really a 
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bum; he doesn’t really do anything.”  Several caregivers also discussed that they “don’t 
talk to” some of their siblings because of their lack of effort:  
. . . With my older brother, we just flat out, even if he’s standing in the room, he’s 
a ghost.  So, I just, I’m done.  You know what, I’ll forgive you, but I’m not going 
to forget.  I’m not . . . I’m just done.  I’m done with him and his wife; they’re like 
not there.  I don’t talk with them; I don’t talk with their kids.  I talk with my niece, 
his daughter.  But I don’t talk with the others.  I don’t socialize with them 
anymore.  We used to have Christmas and holidays together—we don’t do that.  
(Lydia.) 
 Some of the participants in the study also expressed that they no longer do things 
with their siblings that they used to, due to the strain in their relationships from the 
caregiving experience.  One caregiver expressed that “we aren’t as close as we were 
before and that we probably will never be close again.”  The caregivers that expressed 
strain on their relationships also expressed that they will “likely lose touch” with their 
siblings after their parent passes away, whereas others expressed that they plan on 
changing their telephone numbers so that their siblings cannot get in touch with them 
after their parents pass: 
I think I used to be sad.  I used to cry about it.  Now I’m like, it’s not hatred, but 
it’s, it’s, it’s a void.  I’m empty about any feelings about them.  And I still tell my 
children, because I don’t want them to see the ugly.  I still tell them, you know, if 
one of them tomorrow called and needed a limb, I’d probably be there.  (Mary.) 
Caregivers in the study also expressed that they see their siblings in a “different 
light.  I think I see them, as they don’t have a heart.  They don’t have compassion.  And I 
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think the biggest effect on my relationship with them is that with the type of mom my 
mother has been, if they don’t care for, how the hell can they care for me?  So, I’m 
convinced that no one loves me.”  Another caregiver recounted how the relationship 
changed: 
With one of them it has definitely ruined.  Not ruined, definitely harmed it, the 
one that lives within an hour.  When we were talking about her moving in and all 
that sort of stuff, he said, “Oh, I’ll be there, I’ll help.  Don’t worry about it, I’ll 
come and help.”  And he basically has broken all ties to her.  He doesn’t come to 
visit unless my other brother comes to visit.  He doesn’t ever say do you want me 
to come?  Do you need a break?  Do you need help?  I’ll come for the weekend or 
whatever.  So, I really, I see him in a very different light.  I see him as a very 
selfish person that wasn’t able to rise above his own problem with dealing with 
her to help me out.  We talk; he’s here for Thanksgiving.  On the surface it’s fine, 
but I think I resent him in a really deep way for that and I always will.  (Nancy.) 
Positive impact on sibling relationship.  Some of the participants in the study 
expressed that caring for their parents brought them closer to their siblings and made 
them appreciate their siblings more.  The caregivers that expressed the caregiving 
experience bringing them closer together were primarily the caregivers who were 
receiving help from their siblings; however, there were some relationships that seemed to 
either remain the same or improve, despite their siblings providing help, because the 
siblings expressed their appreciation for what the primary caregivers were doing for their 
parents.  For example, one caregiver stated, “My other brother who lives farther away is 
very appreciative of what we’re doing.  He will say, ‘I’ll come for the weekend.  I’ll help 
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you.  When do you need me to come?  Do you need me to come now?’  So, I think I have 
gotten a little closer to him because I think I appreciate it.”  
Caregivers also expressed appreciation for when their siblings offered to help 
them, in any capacity in which they were able.  For example, Mary expressed that one of 
her siblings came once per week to sit with their mother and help.  Although she had to 
financially help her brother come visit by giving him money for gas, she appreciated that 
he would come and that made her feel supported.  She explained that their other siblings 
criticize him and have attempted to rupture that relationship by stating, “He’s only 
visiting for free food.”  She recounted this: 
Listen, it doesn’t matter what he showed up for; he was here, you know?  He was 
here.  So, I can count on him at least to give her rides to the doctor.  He’ll show 
up with a cake or pastry for her.  He’s always there.  Physically, he’s always 
there.  He can’t afford to help, but you know, I give him a lot of gas cards so I 
help him pay for gasoline to take mom to and from.  But at least he’s there.  
(Mary.) 
Tension due to lack of respect and feeling used.  Some of the caregivers who 
participated in the study perceived the tension between siblings to be from feeling used 
and lack of respect from their siblings.  The caregivers who expressed tension between 
themselves and their siblings expressed that they believe that the tension began when 
they began requesting help.  One participant expressed that she began to believe her 
siblings were taking advantage of her when they would come over for dinner every week 
and not offer to help with the preparation or cleaning up of dinner or transporting their 
mother back and forth.  She stated, “I used to bring my mom to my house every weekend.  
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But that was ‘Okay, so mom is at your house; we’re all coming over.’  So now, you 
know, I had to cook for my mom, the lady that’s helping me, and my siblings and all their 
family.”  Lydia expressed that her siblings “just take advantage of people” and that she 
feels the way she has been treated by the family is “horrifying.”  Other caregivers 
explained that their siblings do not value their opinions or suggestions when it comes to 
their mothers.  
Mary expressed, “What can I expect if anything happens to me?  My siblings are 
worthless.  They don’t care.  They don’t care about mom.  They can’t love me.  They 
don’t.  I know they don’t.  If they see me struggling, if they see me fighting, it’s not 
something that I haven’t discussed with them.  They’re very aware of it and they still 
don’t care.  So, I’m convinced that none of them love me, not a bit.”  Another caregiver 
explained, “A part of me says, ‘God, I didn’t think you really hated me all that bad.’” 
Resentment toward siblings.  Some of the caregivers in this study expressed 
feeling resentful toward their siblings for a number of reasons, including not helping out, 
the way they have been treated by their siblings, and how the responsibility was placed 
on them to be primary caregivers.  A participant expressed, “I think our relationship has 
changed in the fact that I, I resent them for not, for not even coming to visit or not 
offering to do anything.  There haven’t been any disagreements but I think our 
relationship has changed in how I think about them.” 
Caregivers recounted seeing their siblings on social media going on vacations, 
buying cars or motorcycles, and enjoying their lives with their children and/or 
grandchildren, things that, as primary caregivers, they find very challenging to do:  
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So, I’ve grown distant from everyone because I don’t have time.  I don’t have 
time for friends.  I don’t even go on Facebook anymore.  It hurts, you know what 
I’m saying, to see my siblings on a motorcycle ride.  “I just got my third Harley, 
firefighter edition.”  My sister is doing hiking in the mountains in Colorado for 
spring (laughs) and I am here with my mother.  (Mary.)  
Others expressed frustration that their siblings are not there for their mothers, which 
further causes strain and resentment within the relationships.  For example, when talking 
about an aide that helps her mother, one caregiver stated, “And [the aide] does what her 
[mother’s] family members should be doing.”  
Interpersonal Influences 
 Decision-making.  Caregivers in the study were asked about how they make 
decisions and who they include in the decision-making process.  Many of the participants 
discussed that they make decisions based on what they believe their parents would want 
or what their “gut” tells them to do.  Caregivers in the study explained that many times 
they have been required to make spur of the moment decisions and they have not always 
had the opportunity to discuss the options with their siblings.  
When making major decisions, many of the participants stated that they discuss 
all major decisions with their siblings or whoever helps them care for their parents.  
Nancy stated, “. . . if there is something major, then I would call my brothers to weigh in 
on things.  But they generally agree.  There’s no strife in that way, they trust our 
judgment.”  Other participants expressed that they discuss decisions with their siblings; 
however, because their siblings do not participate in care, they typically just agree with 
whatever decision makes the primary caregiver feels comfortable.  For example, Nancy 
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explained, “even if they did disagree with it, they would not want to say anything.  They 
would just go along. . . . But, I think they realize, well one realizes that they really aren’t 
doing anything, so I think they wouldn’t really want to cause trouble.”  Additionally, 
Nancy explained that she tends to consult her husband regarding her mother’s care 
because they actively care for her mother together. 
One caregiver stated that she makes decisions regarding her mother’s care on her 
own, without input from her siblings.  She recounted times when she has attempted to 
reach out to her siblings in emergency situations and they have been unresponsive, which 
she described as not only frustrating, but also upsetting.  She discussed that following the 
emergency, her siblings expressed their dissatisfaction with how she handled the 
situation, rather than support her in the moment: 
Um so, you know, whether they like it or not, I’m really not sure because (laugh) 
there is no dialogue.  There is no dialogue, it’s just, you know.  Sometimes, it’s 
more reactive; um you have to do something at the time, as things are happening, 
so you just run with, you know, whatever I’m comfortable with.  (Mary.)  
Sibling communication.  The caregivers in the study were asked questions 
regarding how they communicate with their siblings, especially when having to make 
difficult decisions.  Several of the participants reported that they have a group text 
message or e-mail chain between all of the siblings through which they try to contain all 
communication regarding their parent so that everyone receives the same updates at the 
same time.  One participant stated that the siblings try to ensure that they are all on the 
same page, especially when approaching their mother with a change, so that they 
represent a unified front.  She stated that they will talk prior to bringing the change to 
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their mother’s attention, and they allow each other to express their thoughts and opinions, 
even when they are not in total agreement.  
 Other participants expressed a lack of communication between siblings, which 
has often led to frustration and increased tension within the sibling relationships.  Mary 
recounted a medical emergency that her mother had and her frustration about being 
unable to reach one of her siblings: 
There was no answer on the phone.  So, I said okay, maybe she’s sleeping.  It is 
11:30 at night I’ll give her the benefit of the doubt.  The next morning, she saw a 
missed call.  I expected a return call that never happened.  So, then the next day I 
went to my mother’s house to make sure she was okay.  She called my sister four 
times and she never answered the phone.  So, it was devastating to me.  (Mary.)  
Participants also expressed that they believed that a lot of the communication with 
their siblings consists of their siblings giving them advice or suggestions, even when they 
are not actively assisting in the daily activities of caring for their parents.  Mary 
recounted a time when she attempted to get her siblings more involved in their mother’s 
care:  
You know, so I’ve done an excel spreadsheet with, “This is how much mom gets 
monthly, these are her expenses.  If we all chip in, you know, like $200 a month, 
it would be great help.” . . . “Well we can’t afford that.”  Well I told my brother, 
that is the firefighter, and the other brother who is retired, “So if you can’t afford 
$100 a month, if you each take one weekend a month, one weekend having 
someone in her house represents $100.”  She has two bedrooms.  So, we can get 
the lady a weekend off, give me a weekend off, so I know she is with a child.  
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And so, you can stay there and take care of her for a weekend.  One weekend a 
month is all I’m asking because that’s one weekend a month that will alleviate 
me.  No, they won’t do that either.  My one brother says, well you know it’s, “I’m 
not going to wipe mom’s butt and my wife is not going to do it.  I’m not going to 
make her do it.”  And the other one says, “No, no,” his wife doesn’t do well 
sleeping elsewhere, so he’s not going to do that either.  (Mary.) 
Disagreements.  Throughout the interviews, the participants discussed 
disagreements that have come up with their siblings throughout their caregiving 
experiences.  Caregivers identified that lack of sibling help as being one of the main 
disagreements and problems they have had throughout caregiving.  Many of the 
participants expressed that certain siblings do not come to see or call their parents and 
expressed frustration that those siblings do “literally nothing.”  
Other participants recalled the change between when their siblings agreed with 
decisions that were being made and when they began to disagree.  Participants recounted 
that when they began asking their siblings for more help, either physically or financially, 
they began to withdraw their support and agreement in the decisions with which they had 
previously agreed.  One participant recalled this change:  
At the beginning, it was this is great.  She can stay [home] and we can go visit and 
she’s at her house and we don’t have to go visit her at a nursing home! . . . But 
when they realized, oh this is wonderful but—wait a minute—now she wants us 
to help?  No, no, it’s best if we rent her apartment for $1,500 a month and move 
her into a facility.  (Mary.) 
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The participants also expressed some disagreements with decisions that they have 
made or have ultimately not made.  For example, Jessica recounted a time when she was 
being a little forceful with her mother when her mother stopped eating.  She recalled that 
her brother thought that she could have handled that situation in a less forceful manner; 
however, Jessica believed that their mother needed that at the time.  Jessica further 
explained that once their mother began eating again, her brother acknowledged that 
Jessica’s strategy was successful. 
 Caregiving role appointed by others.  Several of the participants in the study 
expressed that others appointed the role of being primary caregivers to them.  The 
caregivers expressed that their parents’ spouses, typically their fathers, had appointed 
them early on to be caregivers, either by assigning them to be the power of attorney or by 
expressing what the parents want at end of life.  For example, Jessica stated that her “dad 
had initially appointed [me]” and she then “just took the role on.”  Another caregiver 
described a similar experience: 
. . . My parents had done all of their documents maybe about 10 years ago and 
they had decided then: I was the one.  I became, I was their POA, and I’m their 
health care decision maker.  I mean, that’s it.  I’m the executor on the wills.  I was 
appointed.  (Jane.) 
The caregivers also discussed how their siblings, in a way, appointed them to be 
primary caregivers by not volunteering or by identifying that the caregivers chosen had 
the “family life” and necessary skills to take on the role.  
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Personality and Life Experiences 
Personality characteristics for being a caregiver.  The caregivers in this study 
discussed what they believed made them good caregivers to their parents during the 
interviews.  Many of the caregivers expressed personality characteristics such as having 
more patience and being strong, responsible, and less emotional, as attributes that have 
helped them to care for their parents.  The caregivers also expressed that they believed 
these same characteristics also help them when they need to make difficult decisions 
about their parents’ care.  For example, John stated, “. . . I can take my emotions out of 
the decisions, whereas my sister can’t. . . . but when it comes to making some of those 
decisions, I think I can see through it clearer.”  Many of the caregivers also expressed that 
they believed being more of the “matriarch” or the “family person” when compared to 
their siblings also helped them to be successful at caring for their parents.  They 
expressed that because they were more naturally caring and nurturing, it helped them 
when they were required to make more difficult decisions or faced difficult situations 
with their parents. 
Professional experience.  Many of the caregivers also expressed that they had 
some prior knowledge about dementia, which they also attributed to what made them 
good caregivers and good at making informed decisions for their parents.  Many of the 
caregivers discussed working in the field of geriatrics or having to take continuing 
education courses in dementia or geriatric care.  Others stated that because they have 
been working in the medical field, they feel less scared when having to confront tough 
situations and that they believe they have been preparing for this as they have been 
working.  One caregiver stated, “I kind of already knew what could potentially happen, 
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so now that things are actually falling into place, it’s easier for me to manage it than 
being scared, I guess.”  
Another participant discussed that she feels that her profession has been helping 
her cope with caring for her mother and, in some ways, making it easier for her:  
I’m in this field so I work at it professionally, so I have access to . . . I know a lot 
about the illness.  I have access to a lot of experts that I can ask if I am struggling 
with something.  So, I’m not afraid to ask for guidance.  (Nancy.)  
Uncertainty about the Future 
Future planning and uncertainty.  The caregivers in this study discussed the 
future—both their plans for the future, as well as the uncertainty of their parents’ futures.  
Many of the participants expressed that they often think about what they will do when 
their parents become more debilitated from the dementia and require even more care than 
they currently require.  For example, one caregiver expressed that she plans on moving 
her mother in with her as her mother becomes more incapable of caring for herself.  
Another participant, whose mother was also in the earlier stages of dementia, expressed 
concerns with how much worse his mother’s condition is going to get and at what point 
she would be unable to be home by herself.  He expressed the uncertainty that it could 
happen at any point and that he may not have notice ahead of time.  One caregiver 
expressed, “That’s one of the things I worry about: what happens in 2 years, 5 years, 
however long, and her [mother’s] family lives a long time.” 
Many of the participants discussed plans for their own futures, based on their 
experience caring for their parents with dementia.  The caregivers discussed things that 
they would or would not want to be a part of their care and discussed telling their 
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children when the time was appropriate.  One participant discussed what her experience 
caregiving for her mother has taught her regarding her own future care:  
It has taught me that I will not move in with one of my kids.  I would rather be in 
an assisted living or nursing home.  I don’t think it’s a healthy relationship that 
happens and so I guess, I would do it again but I’m not, like I’m not a hundred 
percent.  (Nancy.)  
 Overall, the caregivers in the study expressed concerns surrounding what their 
parents’ futures look like and what they plan to do as their parents’ prognoses worsen, 
and also expressed concerns about having to care for their in-laws in the future.  The 
caregivers also discussed having to “get things in order” for when these changes take 
place.  Finally, they also discussed the uncertainty of the disease and how it represents 
itself in each individual. 
Worrying for self and parent.  The caregivers in the study also discussed 
frequent worries they have about themselves acquiring dementia, as well as worries they 
have about their parents.  Several of the caregivers identified that dementia is ultimately 
what they will be facing as they get older, and how having that knowledge impacts them 
as they are caring for their parents.  For example, Jane stated, “And, ultimately, this is me 
in 20 years.  I mean that thought goes through my mind, that’s for sure.”  Another 
caregiver stated, “I worry about her and I worry about where we’re going.  Um, I really 
worry a lot about what the next 10 years are going to look like, for her, for me.”  
Caregivers in the study also expressed that they were working with and being 
monitored by physicians regarding the possibility of developing dementia.  One caregiver 
CAREGIVING AND DECISION-MAKING IN SIBLINGS 
 
74 
stated that she and her siblings are planning for their futures with dementia and are taking 
supplements to try to prevent as much as possible: 
And even for us, we are planning for it.  I see a neurologist and he’s like, “I 
wouldn’t be surprised if 3 out of 4 of you end up having the gene for this,” so 
we’re doing what we can to prevent it, like Vitamin B and stuff like that at this 
point.  (Jessica.) 
 The participants in this study also expressed that they frequently worry about their 
parents.  For example, David, whose mom was still in the earlier stages of dementia, 
expressed that he often worries about if “she goes out and forgets how to get home in the 
car, then we’re going to have problems.”  The participants also expressed that a common 
worry is that their parents will turn on the stove or oven and it will start a fire.  
Family Dynamics 
Many of the caregivers in this study discussed their family dynamics prior to 
caregiving and now that they are caregiving.  Some of the participants reported that their 
relationships with their siblings have improved or gotten stronger since beginning to care.  
The participants stated that they felt closer to their siblings due to everyone putting in the 
work that was required to take care of their parents.  One caregiver stated that her and her 
sister “work really well together and have actually taken turns” caring for their mother.  
She explained that she felt that their close relationship prior to their mother being 
diagnosed with dementia helped them to get closer and respect each other more.  When 
the participants were asked about how their relationships with their siblings were affected 
or what they believed protected their relationships from being strained, many of the 
participants expressed that they “have always been a close family” and that their siblings 
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are fine with whatever decisions are made, because of the trust and respect that is shared.  
One participant expressed what many of the participants believed, that “it’s the good 
relationship we’ve had together and it’s the good relationship we’ve had with our mom” 
that has helped them to maintain close relationships with each other and their parent.  
There were a few participants who explained that certain relationships with their 
siblings were strained growing up and believed that because of those preexisting 
relationships, it made it more challenging for them to communicate and work together 
effectively.  For example, one caregiver stated that, “my sister and I didn’t even really 
speak until I got engaged.  So, I think that just the foundation is different also.  It’s more 
shaky with one side than it is with the other.”  
One caregiver reported a drastic change in her relationship with her siblings 
compared to prior to her mother being diagnosed with dementia.  She stated, “You know, 
before we used to be a very close family.  We were siblings.  Our kids all grew up 
together.  And now, it seems that because of the situation that I’m in, the whole family is 
split up.  My children are not as close to their cousins anymore.  I’m not close to my 
siblings.”  Caregivers also expressed the stress they are experiencing is beginning to 
impact their children’s relationships with their aunts, uncles, and cousins: 
My daughter Julie got married in February.  And all the cousins met my three kids 
in New Orleans.  And I guess they got into a conversation where Sarah, my niece, 
said to my daughter, “Oh my God, your mother should have so been here.”  And 
my daughter says that “My mother didn’t want to come.  She said she thinks it is 
Julie’s bachelorette party and she shouldn’t be here.”  “Oh, but it would have been 
so much fun.  I don’t understand how your mom and my mom do all this for my 
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grandma.”  And my daughter said, “Excuse me?  What does your mother do for 
my grandma?”  And so, they started to get into an argument and Julie had to come 
in and say, “Guys, this is not the time or place.  We can’t do this.  This is my 
bachelorette party.”  So immediately Julie says that there is a wall between the 
two cousins, who grew up like sisters, you know.  So, it’s even affected them.  
(Mary.) 
There were two caregivers who expressed that they were not sure how their 
relationships with their siblings might be impacted in the future due to their parents being 
in the early stages of dementia.  These participants explained that because of the stage 
their parents are in, they do not require around the clock care, which alleviates a lot of 
potential conflict between siblings.  The remainder of the participants also expressed 
more agreement between siblings prior to their parents’ cognitive decline.  Nevertheless, 
although they were unaware of what may happen in the future, they expressed beliefs that 
there would be struggles between their other siblings due to unresolved childhood 
problems: 
Not all the siblings get along; I’m the neutral one.  Let’s just say the two sisters, 
yeah, not a good fit.  So, being the fact that I’m probably going to be on Theresa’s 
side, she’s not going to want to agree with me as much as she would.  Just 
because of the rivalry over the years.  So that just puts a bitter taste in her mouth, 
right from the start, right from childhood.  So, it’s going to definitely be some 
struggles to get done what has to get done.  (David.) 
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Zarit Burden Interview 
Each participant in this study was administered the ZBI, which assesses the 
amount of burden that dementia caregivers experience from their caregiving 
responsibilities.  The participants’ scores on the ZBI ranged from 15 to 65.  The mean 
burden score for these participants was 46.625.  The standard deviation of the scores was 
19.81.  The median burden score for the participants in this study was 58.  The mode 
burden score for this study was 61.  
There were two participants, David and Jessica, who reported significantly less 
burden than the remainder of the caregivers who participated in the study.  This may have 
been because these two participants reported they recently began caring for their parents 
within the last year, suggesting that their parents required less assistance overall.  These 
caregivers also expressed that their parents were still self-sufficient, which further 
lessened their levels of burden.  There was an additional participant, Jane, who also 
reported a low level of burden.  Jane expressed during the interview process that if this 
study occurred prior to putting her mother in an assisted living home, her scores would 
have been significantly higher on the ZBI.  Additionally, Jane reported that now that her 
mother is being care for in an assisted living home, her caregiving role has dramatically 
decreased, further suggesting the amount of care required on a daily basis contributes to 
the level of burden caregivers experience. 
The participants who reported a moderate-to-severe and severe levels of burden 
frequently expressed in the interviews that they had less time for themselves, gave up 
activities they enjoyed, and had to take time off of work frequently.  Others who 
expressed these higher levels of burden reported significantly less help from their siblings 
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with the caregiving responsibilities compared to others.  For example, Mary, who 
reported the highest amount of burden, frequently reported that she receives little to no 
help from her siblings, which resulted in her finding a second job in order to be able to 
afford to pay for her mother’s care and maintain her responsibilities to her immediate 
family.  
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Chapter 6: Discussion 
 Overall, the results of the study indicate that caring for parent with dementia can 
improve or strain the relationships between siblings.  The quality of sibling relationships 
is influenced by the amount of assistance and gratitude that the primary caregiver 
receives throughout the caregiving process.  Generally, the data showed that when 
caregivers received regular help and support from their siblings, the relationships 
improved, and when siblings occasionally help, offer to help, or express their gratitude to 
the primary caregiver, the relationship remained the same.  In contrast, when siblings did 
not offer to help and/or criticized primary caregivers, the relationships became strained. 
When exploring how decisions are made, the data showed that the majority of the 
participants attempted to discuss all major decisions regarding their parents with their 
siblings, regardless of whether the relationships were strained.  Although major decisions 
were discussed with their siblings, many of the participants expressed that they generally 
made smaller decisions on their own, without consulting with their siblings.  When 
communicating with their siblings to provide updates or in making decisions, many of the 
participants expressed a preference for electronic communication, such as text messages 
or e-mail.  Although all of the participants discussed decisions with their siblings, there 
were some differences depending on the relationships they had with their siblings.  
Caregivers who described having healthy and strong relationships with their 
siblings expressed that when making decisions, they would openly the options discuss 
with their siblings and would come to an agreement on what the best option was for their 
parents.  The caregivers who expressed having strained relationships with their siblings 
reported that they would wait until they had all the answers from the doctors and come up 
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with a decision and then run the decision by their siblings, rather than discuss the options 
with their siblings.  Additionally, those who reported strained relationships also 
expressed they frequently documented doctors’ appointments and finances so they were 
able to provide proof to their siblings about what they were spending, if and when they 
were questioned. 
Finally, many of the caregivers expressed that their medical backgrounds or 
previous knowledge helped them when making decisions regarding the care for their 
parents.  One participant expressed that her siblings frequently defer to her when making 
decisions due to her knowledge and professional experience working with caregivers and 
individuals with dementia.  Many of the participants with professional backgrounds 
expressed the beliefs that they became primary caregivers due to their professional 
backgrounds in medicine, geriatrics, or caregiving.  
Generally, the caregivers spoke the most about the emotional and psychological 
strain they experience during caring for their parents, familial rules and values that 
govern how they care for their parents, the impact caring has had on relationships with 
their siblings, interpersonal factors that influence their decisions, their personality 
characteristics and life experiences that help them care for their parents, their uncertainty 
about their parents’ and their own futures, and how their family dynamics influence their 
current relationships with their siblings.  This is an area in which a clinical psychologist 
or other qualified mental health professional could collaborate with physicians to educate 
future caregivers of elderly people with Alzheimer’s or other forms of dementia.  
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CB varies depending on the caregiver’s coping skills, support system, physical 
condition, anxiety level, and specificity of the stressor (Kneebone & Martin, 2003).  In 
the present study, participants who reported higher levels of burden also reported 
receiving less physical and emotional support from their siblings and vice versa.  
Research supports that individuals who are experiencing more burden have less help from 
family and friends and engage in less self-care (Sutter et al., 2014), which was identified 
by the caregivers in the present study.  
Daire and Mitcham-Smith (2006) stated that caregiving comes with a certain level 
of emotional and psychological strain, which was also identified as a common theme by 
the participants in this study.  Research has found that families are not emotionally, 
physically, or financially prepared to care for relatives with dementia, which further 
increases the emotional and psychological strain the caregivers experience (Daire & 
Mitcham-Smith, 2006).  In the present study, caregivers reported frequent feelings of 
guilt, especially surrounding the care they were or were not providing to their parents.  
Caregivers expressed that they believed that they should be doing more for their parents 
and often felt guilty if they took a break from their caregiving responsibilities. 
Familial values play a large part in how caregivers take on the role of caregiving.  
Many cultures are family-centered, which places family over the individual (Dilworth-
Anderson & Gibson, 1999).  Caregivers in this study expressed how the values they were 
brought up with guided the way they cared for their parents, as well as the decisions they 
made regarding their parents.  For example, when recounting what led them to care for 
their parents, the caregivers expressed it was something they either witnessed growing up 
or were taught from early ages.  In addition, the caregivers in the present study made 
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decisions based off of what they believed the right thing was for their parents, which 
oftentimes was based on the values that were instilled in them. 
Research suggests that gratitude plays an important role in healthy relationships 
(Lambert & Fincham, 2011).  Data from this study indicated that either receiving 
gratitude or the lack of gratitude that they have received from their siblings was a 
determining factor in how their relationships with their siblings were impacted.  Amaro 
and Miller (2016) identified verbal expressions of gratitude and gratitude through 
behavior as two main themes when exploring when caregivers feel appreciated or 
unappreciated by their siblings, how siblings communicate their appreciation, and how 
gratitude influences these relationships.  Many of the participants in this study discussed 
gratitude from their siblings as something they either received or wished they received.  
Caregivers in this study expressed satisfaction with their siblings who expressed their 
appreciation for the care they were providing to their parents, even if they were not 
assisting with the caregiving responsibilities.  
 According to Bandura (1977), social learning theory suggests that individuals 
develop behaviors, including beliefs and attitudes, through reinforcement and observation 
of others.  Children’s social learning processes are the most common mechanisms to 
explain sibling dynamics (Whiteman et al., 2011).  Siblings learn from observing their 
parents’ and other family members’ effective conflict resolution skills, negative 
behaviors, and ways to interact with others.  In addition, siblings learn they are supposed 
to care for their aging relatives by watching their parents or relatives care for the elderly 
in their families as young children, which was identified during this study.  
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Throughout this study, many of the participants expressed how caregiving was 
something that was modeled to them by individuals in their family.  For example, several 
participants reported that they watched their parents take care of their grandparents and/or 
great grandparents throughout their childhoods and that those experiences guided them 
when they had to become caregivers for their own parents.  As in social learning theory, 
caregivers observed how the elderly in their families were cared for and eventually 
imitated those behaviors when it was needed later in life.  In some situations, the 
caregivers in this study expressed that they assisted their parents when caring for their 
grandparents, which further taught them what caregiving tasks consist of and how to 
implement the care for aging relatives.  The participants also discussed that, based on the 
values they observed in their families and that were instilled in them during childhood, 
caring for aging parents was not something they had to think about; rather, it felt more 
automatic. 
Research suggests that caregiving is often associated with the female gender, 
revealing that females assume the role of caregiving more often than males (Kasper et al., 
2015), which was consistent with this study, as the majority of the participants in this 
study were female.  According to social learning theory of gender, modeling is one of the 
most powerful means of transmitting values, attitudes, thoughts, and behaviors (Bussey & 
Bandura, 1999).  Whiteman, McHale, and Soli (2011) found that children are more likely 
to imitate models who are warm, nurturant, and similar to themselves.  To further support 
this, many of caregivers in this study described their mothers as being nurturing, warm, 
and caring throughout their childhoods and prior to being diagnosed with dementia, 
which helped mold their own personalities and future characteristics of caregivers.  
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Further, children tend to model and learn from individuals who are more like themselves, 
which includes personality and gender.  Bussey and Bandura (1999) stated that as 
children age, their parents teach them gender roles by modeling.  For example, if a child 
routinely sees his or her mother routinely performing homemaking activities, such as 
taking care of children, cooking, and cleaning, and only occasionally sees his or her 
father doing these activities, it becomes typed as the woman’s role, which further 
explains why women tend to take on the caregiver role more often than men (Bussey & 
Bandura, 1999).  The data from this study suggest that the caregivers in this study were 
taught from early ages how to be caregivers and were modeled these behaviors by their 
older family members, including their parents, aunts, uncles, and grandparents. 
Social learning theory also suggests that not everything that siblings learn 
growing up is positive (Whiteman et al., 2011).  This means that children can learn and 
begin to model negative behaviors they have observed in others as they grow up, and this 
can influence their future behaviors.  This may relate to reports from some caregivers that 
the majority, if not all, of the caregiving responsibilities are placed on one sibling rather 
than being a team approach, which was also consistent with the reports of the caregivers 
in this study.    
Clinical Implications 
 The findings from this study have several implications for caregivers of parents or 
relatives with dementia and their families.  In ideal circumstances, caring for an aging 
parent would be equally divided between siblings; however, research has found that it is 
rarely divided equally and oftentimes one sibling takes the role of the primary caregiver 
(Amaro & Miller, 2016).  Due to the knowledge that caregiving responsibilities tend to 
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fall to one sibling, the information from this study could be helpful for families of elderly 
individuals who have been newly diagnosed with dementia to gain insight into the 
possible challenges they may face.  Moreover, this research can teach caregivers and their 
families the value of supporting each other throughout the caregiving process. 
 Additionally, the information found in this study can be helpful to aid in 
providing educational and preventative care to adults as they age.  The results from this 
study may be helpful in the development of protocols and/or handouts for primary care or 
other physicians to begin talking to their patients and their patients’ families during their 
routine and/or standard appointments as they begin to age.  Providing additional 
information on dementia, caregiving, and the impact that caregiving has could help to 
reduce the stigma that is associated with aging and dementia.   
Finally, the general public needs to be more informed about the effects that 
dementia has on the caregivers, as well as how it impacts caregivers’ relationships with 
their various family members, especially siblings.  Continuing to educate physicians, 
mental health workers, and the public could likely alleviate some of the stressors that 
some caregivers may experience regarding dementia.  The results from this study could 
be helpful, as they bring additional awareness to a population of people who seldom get 
recognized for the care they provide.   
Limitations 
  Based on the nature of the research design, there are certain limitations of the 
study.  As indicated by Kazdin (2003), qualitative research is not meant to describe all 
people; rather, the goal is to expand on the meaning and understanding of experiences in 
a specific context.  The first limitation of this study is the sample size.  The sample size 
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for this study was small, which limits the generalizability of these findings.  Another 
limitation pertaining to the sample was the lack of diversity within the sample.  
Specifically, the majority of the sample identified as Caucasian.  The extent to which 
these results can be generalized to caregivers of other ethnic backgrounds is limited.  
Furthermore, due to the specific relationship being studied, the sibling relationship, the 
results of the study may not be transferable to caregivers’ other social relationships, 
including their spouses, children, friends, and other family members.   
Another limitation is that participants volunteered for the study, which may 
indicate that the caregivers were better adjusted to their roles as caregivers, leading them 
to feel more comfortable sharing their experiences.  Additionally, several of the 
participants were either employed in the medical field and/or worked with the geriatric 
population.  This may also suggest that the individuals who volunteered to participate 
were better adjusted to the caregiving role and/or they were aware of the challenges that 
come with caring for an individual with dementia.   
 Difficulty with recruitment was also a major limitation with this study.  Access to 
this population was obtained through “word of mouth” via friends, family, and social 
media.  This study relied greatly on electronic dissemination of recruitment materials.  
Many of the local chapters of the Alzheimer’s Association were unable to assist with 
posting information about the study on their websites or social media pages.  The 
researcher also obtained support from a local volunteer respite caregiving agency that 
distributed recruitment information to caregivers who were affiliated with their agency.  
In addition, the researcher attempted to use the snowball effect when recruiting, by 
asking caregivers who were participating to ask other caregivers and to forward 
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information about the study to other caregivers with whom they were in contact; 
however, this technique was ineffective.   
 The participants in this study were not asked about their own medical health, 
including whether they had been diagnosed with major depressive disorder or any other 
medical conditions, which could be seen as a limitation of this study. This can be 
considered a limitation because caregivers who have histories of depression and/or are 
coping with their own medical conditions may experience more symptoms of burden that 
could further impact their relationships with their siblings.  It is recommended that in 
future studies, caregivers are assessed for medical conditions and/or depression prior to 
being included in the study.  
Another limitation of this study is that some of the caregivers who participated in 
the study had formal services and/or their parents were not living in their homes.  This 
can be considered a limitation because it may not accurately represent the perceptions of 
caregivers who do not have access to additional resources or supports to assist with 
caring for their parents.  Caregivers who do not have additional or formal help may be 
affected by caregiving in ways that are different from those who have additional or 
formal help for their loved ones.  Additionally, caregivers who do not live with their 
parents or relatives with dementia likely have different experiences from those who are 
living with their parents.  
 This study examined caregivers’ perceptions about how their relationships with 
their siblings have been altered due to caregiving and the decision-making process, which 
can be seen as another limitation to this study.  The results of this study are based solely 
on caregivers’ perceptions and not facts, which could make the results biased.  
CAREGIVING AND DECISION-MAKING IN SIBLINGS 
 
88 
Additionally, this study did not incorporate the perceptions of the caregivers’ siblings, 
which reflects a one-sided point of view.  This study did not aim to explore or confirm 
how the caregiving experience altered the relationships between siblings; rather it was 
explored what changes were possible.  
 Finally, the requirement to have a sibling who lived within an hour from the 
participant and parent can also be seen as a limitation of this study for several reasons.  
Caregivers who do not have siblings who are within a reasonable distance to provide care 
likely experience the strains and burden of caregiving in different ways than the 
participants in this study, suggesting that these results are not generalizable to the general 
population of caregivers.  Additionally, this study did not assess whether the siblings of 
the participants were physically capable of providing care or whether they had the 
appropriate resources.  For example, living an hour away could be a barrier to families 
who do not have access to reliable transportation or who are not financially able to 
commute an hour to assist with care. 
Future Research 
 Research on the effects caregiving has on various family relationships remains 
limited.  Based on the current study, implications for a new area of research includes 
determining additional supports from whom caregivers may benefit in order to decrease 
the negative impact caregiving has on their family relationships.  Additionally, exploring 
what information caregivers think would be useful prior to or at the beginning of their 
caregiving journeys, regarding the stress, burden, and impact it has on their familial 
relationships, would be helpful.  This would be helpful because throughout this study, 
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participants frequently expressed various topics they wished they would have known 
prior to taking on the caregiving role.  
A follow-up study might incorporate a number of changes.  First, future research 
may attempt to utilize a more diverse sample of caregivers.  This would be beneficial 
because different cultures and backgrounds may have different perspectives about 
caregiving and their relationships with their siblings and/or other family members.  
Conducting a study focusing on specific cultures and/or religions may also be beneficial 
to understand the differences between ethnicities and/or religions when caring for parents 
with dementia.  In addition, identifying the values and beliefs of the caregivers can 
provide insight into how caregiving impacts individuals with varying beliefs, values, and 
culture.  This would be helpful, as values and beliefs play a large role in how individuals 
perceive their worlds.  Collecting this information could provide additional insight into 
how an individual’s values and beliefs impact his or her perception of caregiving and the 
level of burden he or she experiences. 
Furthermore, all of the participants in this study were caring for their mothers; 
therefore, a future study that may be considered is interviewing caregivers who are 
currently caring for their fathers.  Along similar lines, the majority of the sample in this 
study were women.  A follow-up study may be considered in which more male primary 
caregivers are interviewed, to further compare male caregiver experiences from female 
caregiver experiences.  Lastly, future studies may explore caregivers’ perceptions when 
caring for the opposite sex parent. 
Another change that may be considered in a follow-up study is completing in-
person interviews with caregivers’ family members.  This would be beneficial because it 
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would provide additional insight into the effects of caregiving on family relationships.  In 
addition, this research could also provide insight to the primary caregivers regarding the 
way their families perceive the various family relationships and how dementia has 
impacted their relationships as well.  Furthermore, interviewing family members of 
primary caregivers could provide insight into what factors prevent or encourage family 
members from assisting in daily caregiving activities. 
Additionally, it may be beneficial to incorporate questions to the family regarding 
what resources or interventions would be beneficial in reducing strain from caregiving.  
Furthermore, a study exploring the most effective ways to disseminate this information to 
future caregivers may be beneficial.  In the future, researchers should also recruit 
caregivers who have not sought additional resources to identify what differences, if any, 
are seen between caregivers who have additional help and those who do not.  Finally, as 
this study focused on the impact caregiving has on sibling relationships, future research 
exploring the strain and burden experienced by adult children who do not have siblings or 
have siblings who do not live within close enough proximity to assist with daily 
caregiving activities should be considered.   
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Appendix A 
  
Recruitment Letter 
 
Dear Caregiver, 
 
As a caregiver to a parent with Alzheimer’s Disease (AD), you know better than most the 
benefits of caregiving as well as the challenges, including making tough decisions related 
to care and sharing the process of making those decisions with other siblings. My name is 
Christina Vroman, and I am a doctoral candidate in the APA-accredited program in 
clinical psychology at the Philadelphia College of Osteopathic Medicine, where I am 
conducting a study for my dissertation as part of my degree program. Under the 
supervision of Dr. Bruce Zahn, professor and principal investigator, I am interviewing 
caregivers to a parent who has late onset AD regarding how caregiving for a relative with 
dementia affects the caregiver’s relationships with other family members, specifically 
with siblings.   
 
If you are the primary caregiver to a parent with AD who is involved in direct caregiving, 
you may be qualified to participate in this study. Participants must also have at least one 
sibling who lives close enough to be able to participate in providing regular care. The 
care recipient must not be living with their spouse. Primary caregivers can be defined as 
individuals who hold the primary responsibility for the relative with dementia. 
 
Your participation or decision to participate is completely voluntary, with no costs or 
penalties to you for deciding not to participate.  I will not use any identifying information 
about you, and will assign you a made-up name to protect your anonymity.  A benefit of 
participating in this study is that it may give you an opportunity to talk about topics of 
caregiving that you have not had in the past.  This information could be useful by 
improving current and future caregivers’ awareness of the benefits and potential hurdles 
they may face when deciding to provide primary caregiving responsibilities to a parent 
with AD. In addition, professional caregiving staff such as counselors, nurses, physicians 
and psychologists may learn more about how caring for a parent with dementia and how 
the decision-making process can affect their relationship with their siblings, and how 
ultimately that may impact coordination of patient care.  
 
The study will involve asking you to complete an interview with me, in person or on the 
phone, and completing one brief questionnaire and a demographic questionnaire. The 
entire process should take approximately 2 hours or less. Your participation would be of 
immense help to my research, and it could contribute to our growing understanding of the 
rewards and challenges of caregiving for a parent with AD.  As a way of thanking you for 
your participation, I would be happy to enter you into a raffle to win one of two $100.00 
Visa gift cards. 
 
To express your interest in participating in this study, please contact me at 
christinavr@pcom.edu.  Thank you! 
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Recruitment Flyer
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Appendix B 
 
Eligibility Screener 
 
1. Are you caring for a parent who has Alzheimer’s disease?    YES    NO 
2. Do you identify as the primary caregiver of your parent?    YES    NO 
3. Does your parent have a spouse who they live with?   YES   NO 
4. Do you have any siblings?    YES   NO 
5. Do your siblings live close enough (within 1 hour) to help you care for your 
parent?                                   
 YES   NO 
6. What types of caregiving responsibilities do you engage in for your parent? 
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Appendix C 
 
Questions Used in Caregiver Interviews 
 
1. Why do you think that you, among your other family members, became the 
caregiver for your parent? 
a. What about birth order, job situation, finances, typical roles, personality 
styles in your family affected the decision for you to become the primary 
caregiver? 
2. What factors contributed to your decision to personally care for your parent in 
your home rather than having them cared for outside of the home? 
a. Did your sibling(s) support this decision? 
b. Are you planning to keep them home for the duration or have them cared 
for outside of the home when they become more debilitated? 
3. What are the most rewarding aspects of caring for your parent with dementia? 
4. What are the most challenging aspects of caring for your parent with dementia? 
5. Who gives input when making decisions for your parent’s care? 
6. How do you perceive your siblings’ level of comfort with decisions you have 
made when it comes to your parent? 
7. Is there disagreement between you and your siblings regarding the care of your 
parent? 
a. Which areas do you agree upon? 
b. Which areas are there disagreements? 
8. What is it about your personality, temperament, life experiences, and values that 
you draw on when you have to make a difficult decision about your parent’s care? 
9. In what ways has caring for a parent with dementia affected your own quality of 
life (i.e., work, spouse, social life)? 
10. In what ways has having a parent with dementia affected your relationship with 
your siblings? 
11. Before you became a caregiver, what kind of things did you do with your 
sibling(s) that you find difficult or challenging to do now? 
a. Do you still do them? 
12. How would you describe the support/understanding/approval/disapproval, in your 
relationship with your sibling compared to before you started caring for your 
parent? 
a. Has it enriched or strained them? 
b. Have the relationships with your siblings changed across time as your 
parent’s status as declined more and more? 
13. How do you feel at this point in time about your original decision to care for your 
parent in your home? 
a. Satisfaction/Regrets? 
b. How do you feel about the way this decision has affected your 
relationships with your siblings? 
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Appendix D 
Demographic Questionnaire 
1. What is your age? 
2. What ethnicity do you identify with? 
3. What is your highest level of education? 
4. What is your marital status? 
5. How many siblings do you have? 
6. Do you have children? If so, how many and how old are they? 
7. Are you currently working outside of the home? If so, are you working full time 
or part time? 
a. Who cares for your parent while you are at work? 
8. What is your parent’s highest level of education? 
9. When do your parent get diagnosis with dementia? 
10. How long have you been caring for your parent? 
11. Do you live with your parent? 
12. How many hours do you spend with your parent a day? 
13. Do you have any formal services helping you care for your parent? If so, what are 
they and how much help do you get? 
14. Have you sought formal services and not received them? 
